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Practice recommendations for facilitating the antenatal shared decision making process with 
parent(s) regarding the initial management of their extremely preterm infant(s) at birth 
 
1.0 EXECUTIVE SUMMARY 
 
Supporting women and couples facing anticipated delivery of an extremely preterm infant (EPI) 
and determining the initial management for these infants is a challenging experience for all 
those involved. EPI have high mortality and morbidity rates compared to term infants and 
prognostic uncertainty exists for each individual case. Although, in general, survival rates and 
the percentage of survivors without moderate to severe neurodevelopmental disability improve 
as gestational age (GA) increases, other prognostic factors influence this improvement. 
Therefore, it is erroneous to generate care plans based solely on GA.  Published clinical 
practice recommendations emphasize the need to individualize care and to incorporate parents’ 
values, preferences and opinions into the decision-making process. A local multidisciplinary 
group of healthcare professionals (HCP) and parents of EPI have been working together since 
2013 to: 1) review the evidence considered key for decision making at 22 through 25 weeks GA, 
and; 2) create and update recommendations for HCP in the Champlain Local Health Integrated 
Network (LHIN) to facilitate the antenatal shared decision making (SDM) process with parent(s) 
regarding the initial management of their extremely preterm infant at birth.  
 
HCP must recognize that many biological and socio-environmental factors influence prognosis.  
SDM works best in circumstances where there is more than one reasonable management 
option, such as for EPI where either intensive care or palliative comfort care can be options.  
The document includes a section on SDM and an appendix providing advice on how to facilitate 
SDM during the antenatal consultation. Of important note: several limitations exist regarding 
data on survival and morbidity; it is therefore of the utmost importance to clearly and truthfully 
explain any data provided to parents. 
 
Recommendations: 
 
Referral Process (prior to patient contact with trained HCP able to perform SDM with 
parents) 

1. Consult with a maternal-fetal medicine (MFM) staff or fellow to discuss 
referral to a tertiary perinatal center when a pregnant woman is facing 
anticipated delivery between 22+0 and 25+6 weeks GA (based on best 
obstetrical estimate). 

2. When prenatal maternal transfer is not possible in the opinion of the primary 
HCP at the referring center and the MFM staff or fellow being consulted, and 
delivery is anticipated at 22+0–25+6 weeks GA, the HCP at the referring 
center should initiate a consultation with a neonatology staff to review 
management options and receive guidance about facilitating the decision-
making process with the parents. 

3. When prenatal maternal transfer is not possible, intensive care and/or 
palliative comfort care will be offered as the option(s) to the parents based on 
estimation of the prognosis (Table 6) generated from the consultation with a 
neonatology staff and the resources available to assist the primary HCP. The 
management plan will be finalized after discussion between the HCP at the 
referring center and the parents. 
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Consultation process and communication (only possible in tertiary care centre with HCP 
trained in this area of expertise) 

4. Consult a neonatology staff:  
a) when a pregnant woman is presenting at 22+0 to 25+6 weeks GA with 
a high likelihood of delivery in the next 48 hours in the opinion of the MFM 
staff and  
b) after the MFM staff or fellow has introduced the reasons for a neonatal 
consultation to the pregnant woman and 
c) after a MFM staff or fellow has verbally discussed the case with a 
neonatology staff or fellow. 

5. Follow a SDM framework during consultation between a neonatologist or 
neonatology fellow and expectant parents of an EPI, except where implausible 
(e.g. expected imminent delivery (i.e. <1 hour)). 

6. Use a decision aid and parent information handout about EPI births to facilitate 
comprehension and involvement of parents in the decision-making process. 
Some parents may decline the use of the decision aid or handbook. 

7. When consulted, a neonatology staff or fellow should:  
o review the fetal condition and modifiers of survival and NDD rates to 

determine the anticipated likelihood of mortality and severe or moderate-
to-severe NDD.   

o determine the suggested level of care options based on Table 6.  
The current management plan will be decided upon after engaging in a SDM 
process with the parents and exchanging information about the risks and 
benefits of each option, clarifying the values and preferences of the family, and 
considering the feasibility of each option under discussion (Figure 1). 
Whenever palliative comfort care is the recommended option, or one of the 
usual care options, a neonatology staff should be present for the consultation. 

8. Ensure details of the management plan are communicated directly to the MFM 
staff, neonatology staff, the registered nurse caring for the mother and the 
parent(s) to enhance care and avoid conflicting information. Where possible, this 
group should meet together in the final stages of the SDM process. 

 
Management options for the EPI 

9. Provide babies born at <22+0 weeks GA with palliative comfort care, as survival at 
less than 22 weeks completed GA (under 22+0 weeks) has rarely been reported in 
the published peer-reviewed medical literature (or our own local or national data). 

10. When SDM is not possible prenatally or parents cannot make a decision 
regarding the care of their EPI: 

o Provide intensive care initially and communicate with the parents 
postnatally to engage them in SDM to determine the ongoing 
management plan, or; 

o Provide palliative comfort care if the infant is thought to be – by a 
neonatology staff or fellow and with a high level of confidence – at an 
extremely high likelihood of mortality or severe NDD (Table 6). 

11. If the current management plan at the time of the EPI’s birth is to provide 
intensive care, a neonatology staff or fellow should attend the delivery. 

 
The guideline, decision aid, accompanying decision aid script and parent handouts can be 
found online at: www.sdmforepi.com 
 

http://www.sdmforepi.com/
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Table 6: Stratification of level of care offered based on anticipated likelihood of mortality 
and NDD  
 

 

Likelihood estimation for 
anticipated mortality or long-
term NDD 

Suggested level of care Clinical examples that 
usually meet the likelihood 
estimation 

Extremely high likelihood of 
mortality or severe NDD * 

 

Palliative comfort care is 
recommended 
** 

Infant born at 22 weeks GA, 
irrespective of additional risk 
factors*** 
Infant born at 24 weeks GA, 
with an estimated weight of 
350 g 

Moderate-to-high likelihood of 
mortality or moderate-to-severe 
NDD 
 

Intensive care or palliative comfort 
care are both usual care options 

Infant born at 23 to 24 weeks 
GA, irrespective of most 
additional risk factors*** 
Infant born at 25 weeks GA, 
with signs of fetal anemia and 
abnormal placental blood 
flow 

Low likelihood of mortality or 
moderate-to-severe NDD  

 

Intensive care is recommended  
** 
 

Infant born at 25 weeks GA, 
without additional risk 
factors*** 
Infant born late in 24th week 
of gestation (e.g. 245), well 
grown with ANCS given, born 
in a tertiary care centre 
 

* In the clear majority of cases, the likelihood estimation for neurodevelopmental disability (NDD) does 
not reach the ‘extremely high likelihood’ category. Most cases where palliative comfort care is 
recommended usually relate to an ‘extremely high likelihood’ of mortality, even when providing 
intensive care. 
  
** Given the lack of moral authority on the suggested level of care, parents may choose a non-
recommended option. HCP should engage with them to determine their infant’s management plan. 
 
***See table 4 for additional risk factors 

For further details on the suggested steps to get to this estimation, please see Sections 10.0 
and 11.0. 
 
Table 4: Factors known to affect likelihood of mortality and NDD  
 

Factors decreasing the likelihood of 
mortality and NDD 

Factors increasing the likelihood of 
mortality and NDD 

Birth in tertiary care center Small for gestational age (SGA) 

Increasing GA Multiple birth 

Appropriate for GA weight Male gender 

Singleton Acute chorioamnionitis 

Female gender Prenatal ultrasound findings of anomalies, fetal 
anemia or poor placental flow to fetus 

Exposure to prenatal steroids Birth early within the week of gestation (as 
opposed to late) 

Please refer to Section 5.0 for details and limitations 
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Figure 1: Process to determine management plan for anticipated extremely premature 
infant

 
 
 
 
 
 

Assessment of fetal condition 
and additional risk factors 

Survival by GA 
(Table 1) 

Risk of moderate to severe 
NDD (Table 2) 

Recommend usual level of care  
 

Shared decision making with 
expectant parents 

Management plan 

Time 

Consider: 
- Decision to  
be made 
- Risks & benefits of 
relevant options,  
- Culture, spiritual factors, 
 life experiences 
- Values  
clarification  

Estimation of likelihood of 
mortality and NDD 

Are both intensive care and 
palliative comfort care options? 

(Table 6) 

Yes No, there is a usual or 
suggested level of care 

Parents accept 
recommendation 

Parents refuse 
recommendation 

Consult colleague 
If necessary: conflict resolution 

• Ethics consultation 

• Institutional review board 

 

Allow parents to choose non-
usual care 

or 
Initiate palliative comfort care or 
intensive care as per suggested 
level of care in Table 6 
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Figure 2:  Pragmatic process for consultation, when there is time and when there isn’t 

Process for prenatal consultation of patients facing 

anticipated delivery of an extremely preterm infant 

Neonatology staff or fellow receives verbal request 

from MFM staff or fellow for a consultation 

 

Neonatology fellow: 

• informs neonatology staff (if not already aware) 

• gathers maternal information  

• determines how much time is available for 

consultation  

No time for consultation 

(delivery is imminent)  

 Time for consultation:  

 

• Neonatology staff invites NICU “resusc” RN 

and BU RN to join the consultation 

• Neonatology staff invites MFM staff or fellow 

to join the consultation 

• Use SDM framework, decision aid and parent 

handbook 

• Give parents time to think 

MFM staff or fellow 

was present for the 

consultation:   

 

MFM staff or fellow 

and Neonatology 

staff or fellow 

finalize prenatal and 

postnatal 

management plan 

together 

MFM staff or fellow 

was not present for 

the consultation: 

 

Liaise with MFM 

staff or fellow and 

invite them to join 

the end of the 

consultation to 

finalize prenatal and 

postnatal plan, 

particularly the 

mode of delivery (If 

MFM staff or fellow 

unable to join, 

finalize neonatal 

plan and liaise back 

with MFM staff or 

fellow.) 

Document plan in mother’s chart 

Inform NICU (CF, Resusc RN, RTs, 

MDs) team of the plan 

 

 

Inform Neonatology staff to come in STAT  

N.B.  MFM staff or fellow to inform Neonatology staff or fellow of any relevant change 

to the maternal or fetal status, which may affect the prenatal or postnatal management 

plan  

 

Provide intensive care until discussion 

with family can take place to determine 

the ongoing management plan 

 

OR 

 

Provide palliative comfort care if infant 

thought, by a neonatology staff or fellow 

with high degree of confidence, to be at 

an extremely high likelihood of death or 

severe NDD  
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2.0 BACKGROUND 
 
Early preterm birth poses a number of medical, social, ethical and legal challenges.  Although 
extremely preterm infants (EPI) have high mortality and morbidity rates when compared to term 
infants, prognostic uncertainty exists for each individual case.(1) Supporting women and couples 
facing the likely delivery of an EPI and determining the initial management for these infants is a 
challenging experience for all those involved. Each infant, situation, family and HCP is unique 
such that decisions and management can vary substantially between patients.(2)(3)(4)  
 
Many published guidelines and position statements regarding the initial care for EPI exist. (5) 
(6)(7)(8)(9)(10)(11)(12)(13)(14)(15)(16)(17)(18)(19) In Canada, 22+0 weeks to 25+6 weeks 
generally constitutes the gestational age (GA) window of EPI. In this GA window, the 
preferences, opinions and values of parents play an integral role in management 
decisions (e.g. whether intensive care or palliative comfort care should be provided for 
the EPI). The 2017 position statement of the Fetus and Newborn Committee of the Canadian 
Pediatric Society (CPS) emphasizes the need for individualizing the approach and making 
decisions through an informed and shared process between parents and HCP. (17)  
 
In view of the above considerations, regional recommendations that take into account perinatal 
care service delivery and resource availability are necessary.  Expected benefits are: 1) 
minimization of center-to-center variability in care options offered to EPI, 2) optimization of the 
shared decision making (SDM) process, 3) parental engagement in the decision making and 4) 
parent and HCP satisfaction with the process.  
 
The intent of this document is to provide a framework for supporting parent(s) facing the likely 
delivery of an EPI and determining initial management options for the infant, should s/he be 
born extremely preterm.  Evidence forms the basis for the recommendations whenever possible; 
however, as every decision should also reflect individual assessment of each case, these 
recommendations should be considered non-prescriptive. They are intended for HCP 
(neonatologists, pediatricians, obstetricians, maternal-fetal medicine specialists, family 
physicians, midwifes and nurses) who are involved in the care of women facing anticipated 
delivery of an EPI and/or the care of the EPI in the Champlain LHIN region. 
 
3.0 DEFINITIONS AND EXPLANATION OF KEY TERMS USED IN THIS DOCUMENT 
 
Gestational age (GA):  completed days and weeks from the first day of the last menstrual period 
(or by early ultrasound).  For example, 22 weeks refers to the period between 22 weeks and 0 
days and 22 weeks and 6 days. 
 
Extremely Preterm Infant (EPI):  infant born between 22+0 weeks and 25+6 weeks of gestation. 
 
Morbidity:  diseased state, disability or poor health due to any cause.  For preterm infants 
surviving their NICU admission, this usually refers to ongoing medical needs and therapies due 
to their prematurity (e.g., chronic lung disease, difficulty feeding and growing, challenges with 
their development and behavior, etc.).  
 
Neurodevelopmental disability (NDD): disability in one or more of the following functions:  motor 
(walking, sitting, posture control), cognitive (thinking, communicating, learning), vision or 
hearing.  
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Severe neurodevelopmental disability:  disability making a child highly dependent on his/her 
caregivers. Includes one or more of the following: 1) severe cerebral palsy (unable to walk or 
able to walk short distances with a walker), 2) severe cognitive disability (>3SD below the mean 
on a standardized intelligence test leading to major challenges in the ability to learn, 
communicate or engage in interpersonal relationships), 3) blindness or no useful vision, or 4) 
deafness that cannot be corrected (profound hearing loss). (20) 
 
Moderate neurodevelopmental disability: disability where some independence is likely to be 
reached. Includes one or more of the following: 1) moderate cerebral palsy (difficulty with 
walking or another part of movement), 2) moderate cognitive disability (2-3 SD below the mean 
on a standardized intelligence test leading to some challenges in the ability to learn, 
communicate or in interpersonal relationships), 3) impaired vision without blindness, or 4) 
correctable hearing loss. (20) 
 
Palliative comfort care:  care which aims at achieving comfort but not cure.  It is expected that 
the infant will die when comfort care is provided. This care includes drying, swaddling, and 
cuddling the baby. It may include oral sucrose, medications to sedate or treat pain, oral fluids or 
milk.   
 
Intensive care: care that aims at achieving survival. This care involves life-sustaining measures 
that may include positive pressure ventilation (PPV) with intubation and ventilation, chest 
compressions, epinephrine and/or other acute interventions (e.g. intravascular access, fluid 
boluses, blood transfusion, etc). Ongoing assessment of the infant takes place in the minutes, 
hours, days, and weeks after initiation of intensive care in order to obtain further information 
regarding prognosis and facilitate continued discussions with the family. 
 
 
4.0 METHODS 

 
A voluntary multidisciplinary working group (Appendix 1), with representation from neonatology, 
maternal-fetal medicine, nursing (neonatal and obstetrical), ethics, knowledge translation, social 
work and parents of EPI developed and updated this Clinical Practice Guideline. Decisions 
within the group were made by consensus.  
 
The methods used to create the first implemented version of this guideline (Version 1: 
September 2015) and tools are described in several full-text 
publications.(21)(22)(23)(24)(25)(26) Our group ranked factors judged to be most important in 
making a decision regarding the management of EPI; systematic reviews were performed for 
each (Appendix 2). Additionally, a systematic review on parent communication needs regarding 
antenatal consultations was performed. (27) 
 
The revised recommendations were approved by the Working Group, in November 2018.   
 
4.1 Survival Rates 
 
One systematic review of survival focused on infants weighing <1000 g or <28 weeks GA at 
birth. (28) Out of 51 studies, large variation in survival rates was found, particularly depending 
on the denominator used. Variation was also possibly caused by differences in baseline risk, 
antenatal and postnatal therapies, and/or approaches to withholding or withdrawing life-
sustaining interventions. The last two variables depend on individual HCP and/or variation in 



10 

 

approved practices in a particular society. (7) Such potential for selection bias underlines the 
need for HCP to understand the limitations of survival data and acknowledge them during 
discussions with parents. 
 
As advocated by many experts (6)(9)(12), our group considered the most relevant data for 
parents to be our local survival rates (see Table 2), and current Canadian data (Table 1).  
Between 2010 and 2017, the units providing data to the Canadian Neonatal Network recorded a 
total of 5146 live births at <26 weeks GA. Table 1 shows survival data to time of discharge from 
NICU (stillbirths excluded). CNN reports data for babies born at ≤22 weeks GA as a group. 
Survival at <22 weeks GA is extremely rare, with 4 reported survivors at <22 weeks GA 
between 2010 and 2016 (P. Chan, personal communication). The CNN website 
(www.canadianneonatalnetwork.org) provides up-to-date data. The denominator used in the far-
right column of Table 1 is the number of infants who received intensive care after birth; all 
members, including the parents, of our working group considered this the most relevant. Rates 
are displayed by GA. The denominator is the same for the Ottawa data. Currently, in Canada 
(Canadian Neonatal Network 2017), about 40% of EPI at 22 weeks, 80% at 23 weeks, 96% at 
24 weeks and 98.5% at 25 weeks receive intensive care.   
 
Limitations of this data include the exclusion of EPI that die in utero either during or just prior to 
delivery, their retrospective nature (where intent to resuscitate or not may be difficult to interpret) 
and the small number of infants for the lowest GA (particularly if only considering our local 
Ottawa data), where an additional death or survival may notably change the rate of death or 
survival.  A further limitation includes the variability between centers in offering intensive care to 
infants <24 weeks GA, as recently highlighted.(29) These limitations and the findings from 
Guillen et al (28) highlight the importance of clearly and truthfully explaining data to parents. 
 
4.2 Moderate and severe neurodevelopmental disability at 4-10 years of age 
 
Several working group members published a systematic review and meta-analysis of the 
literature on this topic and recently updated it. (30)(31) The review included 15 high quality 
cohorts. Table 3 summarizes the findings. There was no statistically significant difference in the 
likelihood of severe or moderate NDD by week of GA. There was a statistically significant 
reduction in the likelihood of moderate-to-severe NDD of 8% by each increasing week of GA. 
The most commonly observed disability is diminished cognitive function, followed by cerebral 
palsy. Vision and hearing deficits occur less frequently. 
 
The multiple limitations of the data discussed in the publication must be understood by HCP and 
parents in order to facilitate SDM. They include: small sample sizes with wide confidence 
intervals at 22 and 23 weeks GA, an unknown number of children with one versus multiple 
disabilities, definitions and labeling (i.e. ‘moderate’, ‘severe’) of NDD by the medical community 
which may not reflect parents’ or any given individual’s views, and the lack of correlation 
between degree of NDD and quality of life (QOL). An example that demonstrates these 
limitations is as follows: both a child with severe cognitive disability and severe cerebral palsy 
and a child with isolated uncorrectable deafness would be classified as having severe NDD. 
 
4.3. Quality of life of survivors 
 
A systematic review of the literature prior to 2007 examined the health related QOL of 
preschool-aged children to young adults who were born preterm and/or at very low birth weight. 
(32) Findings of this review showed that health related QOL improved over time.  The authors 
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concluded that some of these results may be attributed to the use of parent proxy scoring at the 
younger ages versus self-report by the former preterm infant at older ages. 
 
Given the need for more recent data and the desire for self-reported data only by EPI 
themselves, we performed another systematic review on this topic in 2014. The systematic 
review used PubMed/Medline and a screening protocol (see Appendix 3 for details) and 
resulted in a detailed review of 7 relevant articles. (33)(34)(35)(36)(37)(38)(39) The 7 studies 
were all prospective cohort studies that assessed the self-reported QOL of adolescents/adults 
(aged 17-23 years) who were born as extremely low birth weight (ELBW) or very low birth 
weight (VLBW) infants. Many of the studies agree that assessment of QOL is multifaceted and 
includes physical, mental and emotional health status and socio-economic conditions.  The 
studies also agreed that the best source of QOL evaluation is likely the individual themselves 
but the perspective of the parents regarding their child’s QOL is also valuable.  The QOL 
measurement tools identified varied and each ranged in the specific outcomes they assessed.   

Findings in one small study found that the former ELBW/VLBW infants scored lower than the 
control (former full-term infants) group on the physical and emotional aspects of QOL elements. 
(37) One study did perform a parent proxy analysis of QOL of their former ELBW/VLBW children 
that were severely disabled and unable to complete the QOL measures. (39) These parents 
reported a significantly lower QOL score compared to the scores of the other former 
VLBW/ELBW infants themselves. There were no studies that focused solely on infants born at 
22-25 weeks; one study did provide a GA breakdown and found no significant difference in the 
QOL scores between adolescents who were born at 23 through 27 weeks. (38) Studies that 
reflected on self-esteem, sense of coherence and other terms that can be related to QOL were 
beyond the scope of this review.   

The table in Appendix 3 describes some of the details and possible limitations of the studies. 
Overall, QOL definitions and measures are complex as is the interplay between QOL and one’s 
health status; a detailed review describes some of these complexities. (40)(41)  
 
The outcomes of nearly all seven studies were similar: there was no significant difference in the 
self-rated QOL scores of former ELBW/VLBW infants compared to the scores of their former 
full-term counterparts.  It is important to acknowledge that some of the former ELBW/VLBW 
infants had died and that the self-reporting nature of the data collection prevented the most 
severely disabled former ELBW/VLBW infants from participating in some of the studies.  One 
further major limitation is that the data comes from VLBW/ELBW infants born in the 1970-1995 
time period and thus may not be as applicable to a baby born today. Also, overlap exists in 
terms of the QOL measure results – for example, a ‘former VLBW/ELBW’ adolescent with a 
severe NDD may rate their QOL high or low, just like a ‘former term baby’ adolescent with no 
disability. 
 
More recent publications (since our 2014 systematic review) on QOL of former ELBW/VLBW 
infants demonstrate the limitations and difficulties with interpretation of such data. 
(42)(43)(44)(45)(46) Several studies now report on adulthood QOL and suggest a potential 
worsening of QOL over time. Different methods for measuring QOL also yield different results. 
Though the broad results suggest that a majority of former VLBW/ELBW infants rate their QOL 
quite well as adolescent/young adults, the actual QOL measures of individuals are varied. 
Measurements of QOL taken indirectly (i.e. not the direct patient perspective) generally do show 
that the former VLBW/ELBW infants have a worse QOL than their term counterparts, most 
notably if neurodevelopmental disability exists. HCP should use caution when using QOL as 
part of the shared decision-making process.  



12 

 

 
4.4 Quality of life of parents 
 
A systematic review using PubMed/Medline and a screening protocol (see Appendix 4 for 
details) resulted in a detailed review of 13 relevant studies. 
(47)(48)(49)(50)(51)(52)(47)(53)(54)(55)(56)(57)(58) The literature appears heterogeneous with 
different timing of and tools for the evaluation of QOL in caregivers (generally a parent) of 
children born as VLBW or ELBW infants.  The timing of the parents’ QOL self-assessments 
ranged from when their child was 1 to 25 years of age. Mothers largely completed the 
assessments.  In general, most of the studies suggest increased parent stress (i.e. parent 
perception of the degree of stress related to the parenting role) and a negative impact on family 
functioning (i.e. impact on domains such as problem solving, communication etc.) and finances 
in parents of children born as VLBW/ELBW infants compared to parents of children born as full-
term infants.  Mothers of children born as VLBW/ELBW infants also attained fewer additional 
years of education after the birth of their child compared to controls; this appears to be 
correlated with the degree of NDD in the child. Some of these negative effects do seem to 
improve over time. (57)  
 
One cohort following the children into early adulthood showed that parents of children born as 
VLBW/ELBW infants felt that their child improved family bonds, enhanced parent self-perception 
and improved their parenting abilities.(59)(47)  The effect of having a child born as a 
VLBW/ELBW infant on divorce rate is also equivocal: one study found no difference in divorce 
rate compared to parents with children born at term while another found it to be a major factor in 
separation and divorce. (59)(53)  Many of the studies also made note that despite finding an 
overall negative effect compared to term controls, many of the parents of children born as 
VLBW/ELBW infants do not endorse distress or burden.  
 
Overall, definitive conclusions on the long-term effect of raising children born as preterm 
VLBW/ELBW infants on the QOL of their parents are lacking. It is probably individualized and 
highly dependent on specific family situations and characteristics.  Parents should understand 
and be prepared for effects on their level of parenting stress and overall family functioning. As 
per the QOL studies on the former VLBW/ELBW infants themselves, a major limitation is the 
fact that many of the cohorts were born before 2000 and the results may not be applicable 
today.  
 
4.5 Likelihood of maternal death or long-term morbidity 
 
We performed a systematic review of the literature examining the likelihood of maternal 
morbidity related to giving birth extremely prematurely (see Appendix 5). 
 
Labour and delivery at any GA carries some risk of death or long-term morbidity for all mothers, 
albeit small. It remains challenging to isolate any increased risk solely attributable to an 
extremely preterm birth. Such excess attributable risk will be principally due to either the 
underlying pathology leading to the early delivery (such as abruption, chorioamnionitis or pre-
eclampsia) or to obstetric decisions made regarding mode of delivery.  The underlying 
pathology can usually only be reversed by delivery. The risks attributable to the underlying 
pathology may increase with time and so the level of maternal risk may be modified by the 
timing of delivery.   
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In the context of extremely preterm births, 15-20% of caesareans below 26 weeks GA will 
necessitate a classical / vertical incision on the uterus. (60) These incisions are associated with 
a further increase in short term complications for the mother, including hemorrhage, infection 
and ileus. (60)(61)(62)(63)  Due to increased intra-abdominal adhesion formation, vertical 
incisions may be associated with an increased likelihood of subsequent subfertility, although 
recent work suggests that there may be a large component of “voluntary” subfertility in this 
situation. Most importantly, vertical uterine incisions carry a substantially increased likelihood of 
rupture during future pregnancies with recent evidence suggesting a likelihood of approximately 
2%.  (60)(61)(62)(63) Delivery by repeat caesarean after a classical caesarean section is 
considered mandatory. Adhesions will also increase operative challenges and complications in 
subsequent deliveries.  There is also evidence that women who have had a prior vertical uterine 
incision deliver at an earlier GA in subsequent pregnancies. (64)(65)  
 
Risks associated with the mode of delivery are entirely modifiable. As delivery is ultimately 
inevitable, the excess maternal risk is almost entirely attributable to decisions to deliver via 
caesarean section. Recent position statements, including a Canadian one, have made it clear 
that currently available evidence does not consistently support routine cesarean sections to 
improve neonatal outcome in extremely preterm births. (1)(66)(67) Discussions regarding the 
mode of delivery should occur in cases where the fetus is malpositioned, especially when there 
is a significant reduction in amniotic fluid volume. Additionally, discussion around if or when a 
caesarean section should be performed if there are signs of acute fetal compromise distress 
should occur in all cases. These individualized discussions should take into consideration the 
maternal risks and possible fetal benefits. If the decision is not to perform caesarean section for 
suspected compromise, some form of modified monitoring may help inform neonatal care 
providers as to fetal wellbeing in the period immediately before birth. It must be recognized that 
this monitoring can be distressing to both parents and obstetric care providers, as no direct 
action is being taken upon it.  
 
Overall, although maternal mortality and morbidity are a consideration for expectant parents, 
these factors are not directly related to the decision to provide intensive care or palliative 
comfort care; rather, they are inherently related to the mode of delivery considered.  Caregivers 
and parents must make challenging decisions about the relative benefit to the fetus of avoiding 
vaginal delivery versus the increased short term and long-term risk to maternal health, fertility 
and subsequent pregnancy outcomes associated with delivery by caesarean. The limited 
strength of the available evidence must also be acknowledged.  
 
5.0 EPI: MEDICAL PROGNOSTIC UNCERTAINTY 
 
Although, in general, survival rates and the percentage of survivors without moderate to severe 
NDD improve as GA increases, this improvement can be influenced by other prognostic factors, 
making it erroneous to generate care plans based solely on GA.  (12)(30)(68)(69)  
 
A recent review article summarizes these influencing biological factors (Table 4). (70) The 
antenatal factors, besides GA, found to most strongly influence survival (and survival without 
NDD) in a large cohort of infants born <26 weeks are birth weight (in 100g increments, using 
estimated fetal weight as a surrogate marker antenatally), singleton (vs. multiple) birth, 
antenatal corticosteroids and gender. (71) Each of the non-GA factors may individually improve 
outcomes by as much as one additional week of gestation. For example, a 25 week, 650 g male 
twin who receives intensive care but who did not receive antenatal corticosteroids has a 48% 
chance of survival and 29% chance of survival without moderate-to-severe NDD at 18 months, 
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which is relatively similar to a 23 week, 550 g female singleton who receives antenatal 
corticosteroids and intensive care (44% survival; 18% survival without moderate-to-severe 
NDD). The database used to generate these observations excluded the healthiest infants (those 
not requiring mechanical ventilation), and those born outside a perinatal center, potentially 
limiting the generalizability of the findings. Furthermore, outcomes generated by this Tyson 
estimator are for 18 months, which has been shown to overestimate the degree of disability, and 
the included infants were born in 1998-2003.(72) As well, center-to-center variability in rates of 
survival of EPI must be considered. (73)(29)  
 
Finally, the clinical course of the EPI in the NICU also influences long term outcome.  
Intracranial bleeding, periventricular leukomalacia, retinopathy of prematurity, 
bronchopulmonary dysplasia, sepsis and days on mechanical ventilation have been shown to 
influence outcome. (74)(75)(76)(77)  Therefore, the EPI’s prognosis should be reviewed and 
discussed and the care plan re-evaluated in the days and weeks after birth. Specific 
recommendations for the postnatal course are beyond the scope of this guideline.  
 
6.0 COMMUNICATION WITH EXPECTANT PARENTS  
 
Parents facing the birth of an EPI should, ideally, have several opportunities to meet with HCP 
to share information and consider a care plan, particularly as pregnancy progresses or new 
information becomes available. Parents value follow-up conversations, after some time to 
reflect, when the situation allows it. Many parents report feeling distressed, disempowered and 
grief-stricken when faced with the possibility of delivering extremely preterm. (78)(79)(80) A 
systematic review that included a narrative summary was published to support how and who to 
best approach the parents in these delicate situation. (27) The article included a list of proposed 
strategies to facilitate communication during the antenatal consultation for EPI.  
 
Providing written information improves parental understanding and recall. (81) Consistency and 
accuracy in provided information is crucial for expectant parents. Communication between 
obstetrical and neonatal teams concerning consultations, along with clear documentation of the 
joint plan in the mother’s medical chart, promotes consistency and adherence to the plan. (66) 
Communicating with parents about periviability, potential outcomes and difficult decisions 
requires specialized training. (82)(83)(84) Trainees must demonstrate expert competence 
before performing consultations without supervision. Involving trained peer counsellors may 
provide further support to parents.  
 
 
7.0 SHARED DECISION MAKING 
 

The main characteristics of SDM (85) are that HCP and parent(s) take part in the decision 
making process together. The participants are morally equivalent and both parties share 
essential information. The HCP shares medical information about the decision to be made, the 
treatment options, benefits and harms, probabilities and scientific uncertainties. The parents 
share information about their personal circumstances and specific socio-familial characteristics 
that may influence future outcome. (86)  They also share their values and preferences and the 
personal importance they attach to the benefits, risks and scientific uncertainties of the options. 
Both parties build consensus about the preferred management; and a consensus agreement is 
reached on the management plan to be implemented. 
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SDM is most effective for preference sensitive decisions, when there is uncertain or no clear 
evidence supporting one treatment over another, where options have different inherent 
benefits/risks or when patient values are important in optimizing decision making. SDM has 
been shown to reduce parental grief after end of life decisions (87), improve patient 
satisfaction(88)(89)(90), improve individual’s knowledge of their options (including the benefits 
and harms of those options), assist people in reaching choices that are more consistent with 
their informed values and foster collaboration with their HCP. (91) 
 
Parents want to be involved in the decisions made during antenatal consultations (4)(78)(92), 
and for their EPI in the NICU, seeking to take responsibility for their own health and well-being 
as well as the health and well-being of their baby. (93)(92) Clinicians must recognize that 
parents’ participation as per their preferences may take different forms from asking for a 
recommendation to being involved in the deliberation about the risks and benefits of each option 
to making an informed choice following consultation with the HCP. In addition, parents’ 
expectations with regards to their role during the decision making process cannot be assumed 
(94) and willingness to participate is a dynamic (not static) feeling that builds and changes over 
time during the consultation depending on many factors. (95)  If the proper conditions are not in 
place, parents may not be comfortable to participate. Decision support should be provided in a 
‘non-directive’ way to facilitate parents’ involvement in decision making to the degree they are 
comfortable with. The most important factor facilitating parents’ participation in SDM is the 
HCP’s openness in their communication and attitude towards engagement of parents in the 
process. Building a trustworthy relation between parents and the clinician is crucial. (95)  
 
Formal training in SDM and decision coaching enables HCP to optimally engage parents in the 
process. (27) Patient decision aids could be used to support patient participation in the decision 
making process and facilitate the adoption of SDM by providers. (91) They have also been 
shown to reduce the overuse of options not clearly associated with benefits for all, while 
potentially enhancing the use of options clearly associated with benefits. (91) In the perinatal 
context, a locally developed decision aid has shown reductions in decisional conflict. (22) 
In some circumstances when a medical recommendation is made, the HCP should divulge their 
own values and the reasoning behind their recommendation and ensure parents understand. 
HCP must provide opportunities to parents to share their views, values and preferences in 
regards to the recommendation made, keeping in mind that a recommendation does not 
preclude parents to participate in the decision making or express a different opinion.(96)  

Table 5 lists strategies for communicating effectively with parents, engaging parents in decision 
making, clarifying their values and preferences, and guiding the prenatal consultation. SDM is 
the goal but may not always be possible due to clinical circumstances (e.g., a rapidly 
progressing labor, or when narcotics or a prescribed medication heavily alters a mother’s level 
of consciousness). 
 
8.0 ETHICAL CONSIDERATIONS 

 
The recommendations proposed in this document recognize the importance of ethical principles 
and decision making. Specifically, these recommendations take into account the four 
traditionally cited principles of biomedical ethics. (97) These principles, presented without 
hierarchy, include: 
 

2. Beneficence: the obligation to do good 
3. Non-maleficence: the obligation to do no harm 
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4. Autonomy: the right of capable individuals to make their own decisions 
5. Justice: treating like cases alike, fairness 

 
Ethically, one of the most important issues relative to management of EPI is the concept of “best 
interests”; a concept that intersects in some way with each of the principles listed above. In 
Ontario, a physician or HCP must take reasonable steps to obtain consent from substitute 
decision-makers before administering any treatment. Additionally, the Health Care Consent Act 
(Health Care Consent Act 1996, Section 21 (2)) requires that substitute decision-makers act in 
the patient’s best interests, though trying to ascertain whether a certain care plan will meet 
these goals in the context of EPI can be extremely challenging.  
 
The traditional four principles of bioethics, while essential, do not address the manner in which 
the “best interest” of the EPI is determined, nor do they address the legitimacy of parents’ 
perceptions or of parents’ participation in these decisions. (98)  Therefore, the 
recommendations in this guideline are also informed by the rules of communicative ethics, 
which describe the modalities to reach ethically justified shared decisions. (95)(97)(98)(99) In 
the context of SDM and family centered care, communicative ethics proposes rules to ensure 
open and honest participation of each person in the decision making process to reach a 
consensus. (95) These rules require individuals to: 1) recognize and promote each person’s 
participation in the discussion; 2) recognize the differences among participants; and, 3) accept 
that everyone is morally equivalent to one another.  
 
The determination of the best interest is complex and includes many concepts including not only 
the medical prognosis, but also the clinical and societal context and how the different 
stakeholders taking part into the decision perceive the situation. In large part, the difficulties in 
determining what is in the best interest of a particular EPI can be attributed to the prognostic 
uncertainty. Parents, neonatologists and other HCP each have their own personal experiences, 
value systems and interpretation of the medical data that shape their own moral judgments 
regarding what is in the best interests of the EPI. 
 
Balancing all the clinical considerations can also be challenging. The medical labeling and 
definition of disability (moderate, severe, profound, significant …) may not resonate with some 
parents for their child. For example, the medical community labels cerebral palsy requiring a 
wheelchair as severe NDD, but some parents or individual HCP may see it as a challenge that, 
despite its difficulties, will not stop a child from enjoying life. Secondly, behavioral problems in 
school are not labeled as severe or moderate NDD at present by some of the medical 
community but may be viewed as such by some parents. This uncertainty reinforces the need to 
engage in SDM by seeking parental views and have a values-based discussion about the 
various treatment options. 
 
9.0 SITUATIONS WHERE RECOMMENDATIONS DO NOT APPLY 
 
 
Cases exist at any GA where a devastating congenital lesion or clinical situation leads to the 
consideration of palliative comfort care antenatally or postnatally. The recommendations in 
this document specifically focus on preference-sensitive decisions where there is 
prognostic uncertainty and no clear evidence to preferentially support the provision of 
either early intensive care or palliative comfort care for EPI.      
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When there is low likelihood (Table 6) of mortality or moderate to severe NDD in survivors, 
intensive care is presently the suggested care option.  Discussions with parents and SDM in 
these cases might revolve around the length or intensity of resuscitation (e.g. chest 
compressions and epinephrine versus no chest compressions and epinephrine), or other 
choices the parents can make.  Similarly, when there is extremely high likelihood (Table 6) of 
mortality or severe NDD, palliative comfort care is the suggested care option.  In both situations, 
the HCP will explain the situation to the parents, provide information, seek parents’ values and 
preferences and encourage them to express their thoughts and opinions, listen to and respect 
their input, ensure that they have understood the information provided and seek informed 
consent to proceed. The HCP has a responsibility to explain the reasons why certain options 
are not applicable to their situation; the HCP may also need to express their own values when 
making a recommendation. (96) 
 
Some parents may disagree with a proposed care option recommended by the HCP or couples 
may differ in their views when facing a preference sensitive decision; given the lack of a moral 
authority on the standard of care in this complex area, the ‘non-usual’ option may be chosen 
after further discussion, time to think and conflict resolution. (100) HCP may consider seeking a 
second opinion from a colleague and/or support from an ethics consultation, or may wish to 
explore the possibility of a Consent and Capacity Board application to review questions around 
best interests. (101)  
 
 
10.0 SUGGESTED PROCESS FOR THE CONSULTATION 
 
It is not expected that each HCP involved in the care of mothers and babies will be trained in 
SDM and neonatal consultation.  However, all clinicians providing care to pregnant women 
should be knowledgeable about expected outcomes if extremely preterm birth occurs, be able to 
answer general questions from expectant parents and be knowledgeable about the concept of 
decision making.  
 
As a starting point, clinicians involved in SDM with parents are encouraged to review the point 
estimate of mortality (Tables 1 and 2), the point estimates of long-term moderate-to-severe, 
moderate and severe NDD of survivors (Table 3) for the EPI(s) and the modifiers of survival and 
NDD (Table 4). Clinicians are also encouraged to consult the Tyson Estimator (see Section 5.0 
for limitations regarding its use): 
http://www.nichd.nih.gov/about/org/der/branches/ppb/programs/epbo/Pages/epbo_case.aspx  
Depending on the estimated likelihood of survival or moderate-to-severe or severe NDD at 
school age in survivors, intensive care or palliative comfort care may be options, or one 
approach may be recommended (Table 6). 
 
These anticipated likelihood estimations serve as a starting point. Each case is unique, and the 
HCP must use their expertise and experience to generate the best possible likelihood 
estimation. It is expected that during the SDM process, the parents’ values and preferences will 
further delineate the level of care that is appropriate for their baby.  This process will ideally 
occur over time (Figure 1). 
 
11.0 WHEN THERE IS NO ANTENATAL DECISION 
 
In some instances, women present in advanced labor or there is an urgent need to deliver the 
EPI (due to concerns regarding maternal or fetal health) with no time for SDM consultation. In 

http://www.nichd.nih.gov/about/org/der/branches/ppb/programs/epbo/Pages/epbo_case.aspx
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other instances, despite best efforts, parents are simply unable to make a decision regarding 
the care they wish for their EPI prior to his/her delivery. In these instances, leaning on the side 
of life and providing intensive care to the EPI, as a trial of intensive care, is the suggested 
approach, with early reassessment of the EPI’s status and further discussions with parents 
regarding the future direction of care.  Figure 2 suggests a pragmatic consultation process.  
 
If the prognosis, as established by a senior MD, clearly places the EPI in the category of having 
an extremely high likelihood of mortality or severe NDD (Table 6), a decision may be made to 
forego attempting intensive care since palliative comfort care would be the suggested approach.  
 
 
12.0 RECOMMENDATIONS 
 
The recommendations below take into account prognostic uncertainty and the uniqueness of 
each infant and family; they are not meant to be prescriptive.  Not every recommendation can 
be based on high quality evidence from systematic reviews, either due to the lack of a 
systematic review, or lack of useable data despite a systematic review. When high quality 
evidence from a systematic review is unavailable, the recommendations below are based on the 
review of other regional and national guidelines (1)(6)(7)(9)(102)(12)(13)(16)(17)(14)(103) 
regarding the perinatal care of EPI, expert opinion in bioethics and neonatology 
(3)(15)(104)(105)(106)(40)(86), and/or consensus opinion from our working group (see 
Appendix 2 & 3).   
 
12.1  Referral Process (prior to patient contact with trained HCP who are able to perform 

SDM with parents) 
 

1. Consult with a maternal-fetal medicine (MFM) staff or fellow to discuss referral 
to a tertiary perinatal center when a pregnant woman is facing anticipated 
delivery between 22+0 and 25+6 weeks GA (based on best obstetrical estimate). 
Evidence supporting recommendation: consensus from working group, position 
statement (17)  

2. When prenatal maternal transfer is not possible in the opinion of the primary 
HCP at the referring center and the MFM staff or fellow being consulted, and 
delivery is anticipated at 22+0–25+6 weeks GA, the HCP at the referring center 
should initiate a consultation with a neonatology staff to review management 
options and receive guidance about facilitating the decision-making process with 
the parents. 
Evidence supporting recommendation:  consensus from working group 

3. When prenatal maternal transfer is not possible, intensive care and/or 
palliative comfort care will be offered as the option(s) to the parents based on 
estimation of the prognosis (Table 6) generated from the consultation with a 
neonatology staff and the resources available to assist the primary HCP. The 
management plan will be finalized after discussion between the HCP at the 
referring center and the parents. 
Evidence supporting recommendation:  consensus from working group. 

 
 

12.2 Consultation process and communication (only possible in tertiary care 
center with HCP trained in this area of expertise) 
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4. Consult a neonatology staff:  
a) when a pregnant woman is presenting at 22+0 to 25+6 weeks GA with 
a high likelihood of delivery in the next 48 hours in the opinion of the MFM 
staff and  
b) after the MFM staff or fellow has introduced the reasons for a neonatal 
consultation to the pregnant woman and 

c) after a MFM staff or fellow has verbally discussed the case with a neonatology 
staff or fellow. 
Evidence supporting recommendation:  position statement (17), consensus from 
working group 

5. Follow a SDM framework during consultation between a neonatologist or 
neonatology fellow and expectant parents of an EPI, except where implausible (e.g. 
expected imminent delivery (i.e. <1 hour)). 

Evidence supporting recommendation: guideline and position statement (16)(17), 
expert opinion (92)  

6. Use a decision aid and parent information handout about EPI births to facilitate 
comprehension and involvement of parents in the decision-making process. 
Some parents may decline the use of the decision aid or handbook. 
Evidence supporting recommendation: systematic review (91), position 
statement (17), consensus from working group  

7. When consulted, a neonatology staff or fellow should:  
o review the fetal condition and modifiers of survival and NDD rates to 

determine the anticipated likelihood of mortality and severe or moderate-
to-severe NDD.   

o determine the suggested level of care options based on Table 6.  
The current management plan will be decided upon after engaging in a SDM 
process with the parents and exchanging information about the risks and benefits 
of each option, clarifying the values and preferences of the family, and 
considering the feasibility of each option under discussion (Figure 1). Whenever 
palliative comfort care is the recommended option, or one of the usual care 
options, a neonatology staff should be present for the consultation. 
Evidence supporting recommendation: guideline (16), expert opinion (12)(69), 
consensus from working group 

8. Ensure details of the management plan are communicated directly to the MFM 
staff, neonatology staff, the registered nurse caring for the mother and the 
parent(s) to enhance care and avoid conflicting information. Where possible, this 
group should meet together in the final stages of the SDM process. 
Evidence supporting recommendation: guideline and position statement (16)(17)  

 
 
12.3 Management options for the EPI 

9. Provide babies born at <22+0 weeks GA with palliative comfort care, as survival 
at less than 22 weeks completed GA (under 22+0 weeks) has rarely been 
reported in the published peer-reviewed medical literature (or our own local or 
national data). 
Evidence supporting recommendation: Systematic review (28)  

10. When SDM is not possible prenatally or parents cannot make a decision 
regarding the care of their EPI: 
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o Provide intensive care initially and communicate with the parents 
postnatally to engage them in SDM to determine the ongoing 
management plan, or; 

Provide palliative comfort care if the infant is thought to be – by a neonatology 
staff or fellow and with a high level of confidence – at an extremely high 
likelihood of mortality or severe NDD (Table 6). 
Evidence supporting recommendation:  consensus from working group. 

11. If the current management plan at the time of the EPI’s birth is to provide 
intensive care, a neonatology staff or fellow should attend the delivery. 
Evidence supporting recommendation: guideline and position statement (15)(17) 
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13.0 TABLES AND FIGURES 
 
Table 1: Survival rates in Canada in 2010-2017 

 
Please refer to Section 4.1 and decision aid script for details and limitations. This table should 
not be used in isolation to recommend early intensive care or comfort care.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

GA 
(weeks 
+ days) 

Number of 
live births 
(n) 

Infants who 
received 
palliative care 
at birth 
(n, (% of live 
births)) 

Infants who 
received early 
intensive care at 
birth 
(n, (% of live 
births)) 

Delivery room 
deaths in those 
who received early 
intensive care (n, 
(% of resuscitated 
infants)) 

Survivors to NICU 
discharge in those 
who received early 
intensive care 
(n, (%; 95% CI)) 

≤22+6 464 316 (68%) 148 (32%) 38% (2017) 
33 

(22%; 16, 30%) 

23+0-
23+6 

1015 270 (27%) 745 (73%) 3% (2017) 
333 

(45%; 41, 48%) 

24+0-
24+6 

1658 88 (5.3%) 1570 (94.7%) 2.7% (2017) 
1063 

(68%; 65, 70%) 

25+0-
25+6 

2120 33 (1.5%) 2087 (98.5%) 1.5% (2017) 
1671 

(80%; 78, 82%) 
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Table 2:  Survival rates in Ottawa for October 2015- October 2018 
 

GA 

(weeks 

+ days) 

Infants who 

received early 

intensive care 

at birth 

(n, (% of live 

births)) 

Delivery room deaths in 

those who received early 

intensive care (n, (% of 

resuscitated infants)) 

Survivors to NICU discharge 

in those who received early 

intensive care 

(n, (%; 95% CI)) 

22+0-

22+6 

8 1 (12%) 3 (38%) 

23+0-

23+6 

15 2 (13%) 8 (53%) 

24+0-

24+6 

30  1 (3%) 22 (73%) 

25+0-

25+6 

37 2 (5%) 29 (78%) 

 
Please refer to Section 4.1 and decision aid script for details and limitations. This table should 
not be used in isolation to recommend early intensive care or comfort care.  
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Table 3: Severe and moderate to severe neurodevelopmental disability rates at school 
age in survivors 
 
 

Gestational age 
 

Rate of moderate 
NDD (%, 95% CI) 

Rate of severe NDD 
(%, 95% CI) 

Rate of moderate-to-severe 
NDD (%, 95% CI) 

22 weeks 
(n=19 for both 
moderate and 
moderate-to-
severe NDD; 
n=24 for severe 
NDD) 

 
 
               
               21% 

(8, 45) 

17% 
(6, 37) 

42% 
(23, 64) 

23 weeks  
(n=137 for 
moderate NDD; 
n=143 for severe 
NDD; n=186 for 
moderate-to-
severe NDD) 

 
 

26% 
(16, 40) 

17% 
(12, 24) 

41% 
(31, 52) 

24 weeks  
(n=331 for 
moderate NDD; 
n=346 for severe 
NDD; n= 506 for 
moderate-to-
severe NDD) 

 
 
 

17% 
(13, 21) 

17% 
(12, 23) 

32% 
(25, 39) 

25 weeks  
(n=337 for 
moderate NDD; 
n= 544 for severe 
NDD; n=807 for 
moderate-to-
severe NDD) 

 
 
 

12% 
(8, 19) 

 
 

11% 
(7, 16) 

23% 
(18, 29) 

 *Most children have no or mild NDD with estimates of: 58% at 22 weeks GA, 59% at 23 weeks, 
68% at 24 weeks and 77% at 25 weeks. Mild NDD include neurobehavioral difficulties (e.g., 
autism, attention-deficit) that could challenge a child and their family. 

 
 
Please refer to Section 4.2 and decision aid script for details and limitations. This table should 
not be used in isolation to recommend early intensive care or comfort care. 
 
 
 
 
 
 
 
 



24 

 

Table 4: Factors known to affect likelihood of mortality and NDD  
 

Factors decreasing the likelihood of 
mortality and NDD 

Factors increasing the likelihood of 
mortality and NDD 

Birth in tertiary care center Small for gestational age (SGA) 
Increasing GA Multiple birth 
Appropriate for GA weight Male gender 
Singleton Acute chorioamnionitis 
Female gender Prenatal ultrasound findings of anomalies, 

evidence of fetal anemia or poor placental 
flow to fetus 

Exposure to prenatal steroids  
 
Please refer to Section 5.0 for details and limitations 
 
 
Table 5: Strategies to facilitate communication with expectant parents during a prenatal 
consultation (to reorder and adapt as needed) 
 

Consultation phases  Key points  

To prepare for consultation 

Preparation and 
setting 

• Speak with the mother’s HCP, obtain all relevant information 
regarding maternal and fetal health 

• Use interpretive services by a professional translator, if 
required 

Create a comfortable 
environment 

•  Talk with both parents, if feasible 

• Make sure the consult is not disturbed (e.g., turn pager to 
vibrate, close the door or curtains, let the nurse know) 

• Sit down, shake hands (if appropriate) and introduce yourself 
first, slowly and clearly  

• Demonstrate openness to communication with and 
involvement of parents (by carefully listening to parents and 
facilitating their participation)  

• Ask about participants (e.g., use names, including the 
infant’s name, if known, and if parents agree you can use it) 

 

Assess parental 
knowledge of 
prematurity issues, 
along with 
perspectives, 
concerns, 
expectations, needs 
and preferences 

• Ask what the parents know about prematurity 

•  Acknowledge the parents’ values, perspectives and 
concerns about prematurity (e.g., cultural/social background, 
religious beliefs, family structure)  

• Adjust ways of communicating information, by adapting the 
content of the information to respect their values and 
preferences  

• Support their involvement in decision making with inclusive 
wording (e.g., “How can I support you?”; “We can make this 
decision together”) 

During consultation  

Ensure factors that are 
important to parents 

Typically, parents want to know about likelihood of survival, 
likelihood of NDD (with related challenges and opportunities), what 
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are discussed (e.g., 
Ask what is important 
to them)  

medical problems might be encountered, possible treatments, what 
a preterm baby looks like, what it is like to be in the NICU, what 
happens after birth, how to manage breastfeeding, and their own 
role in the NICU (with explanations) 

Discuss different 
choices or options  
 

• Identify the decision that needs to be made 

• Clearly and accurately describe the appropriate management 
options based on the clinical situation  

Share weighted or 
balanced (unbiased) 
information and 
Disclose uncertainty 

• Include both positive and negative aspects of care, pros and 
cons of the options, treatable and non-treatable conditions 

• Disclose potential outcomes according to parental 
preferences of information: 

• Use grading words (majority, most, significant, some, a 
minority) and numbers when possible (6 out of 10, rather 
than 60%) 

• Use a consistent denominator when presenting different 
options, outcomes or event rates, to make the information 
easier to understand, interpret or compare (XX out of 10, 100 
or 1000). For example, saying “Out of 100 babies, 20 will die, 
20 will survive with NDD, and 60 will survive with no NDD,” is 
better than saying 20 out of 100 for one outcome, then 1 out 
of 5 for another.  

• Disclose the limits of statistics when applied to a particular 
baby 

 

Additional strategies to 
build trust  

Allow parents to lead the conversation:  

• Use their verbal, nonverbal cues to pace discussion 

• Ask how you can support them   

• Invite them to share how they see the situation   

• Use open-ended questions (“How…?”, “Could you tell me 
more?”, “Can you describe…?”)  

• Always ask whether parents have questions or need 
clarification  

Listen for concerns and emotions, and be empathetic and 
supportive: 

• Validate the difficulty of their situation  

• Use a soft voice, allow silences, use appropriate touch  

• Acknowledge and be sensitive to emotional reactions and 
concerns 

• Support parental needs and values 
Answer questions and be sure parents have received and 
understand the information to the extent they want to   
Maintain eye contact with both parents 
Offer time to think and reflect 
Avoid interrupting. Be quiet as parents describe perspectives, values 
or preferences 
 
Note: Obtaining informed consent for a management plan requires – 
at a minimum –  sharing accurate information tailored to the parents’ 
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needs regarding the likelihood of death and NDD, and the 
opportunity of having a surviving child with or without NDD  

Show compassion and 
acknowledge parental 
distress 

Reassure parents that they did not do anything to cause preterm 
birth 
Confirm the uniqueness of their family and of the unborn baby 
Acknowledge their baby as a being, not a GA 
Provide value-neutral information (i.e., by including the positives of 
having an infant they can love and cherish) 
Be honest 

Concluding the consultation 

Provide support and 
give parents realistic 
hope 

• Validate their situation as very difficult and their reactions as 
understandable 

• Tell them that every hour, day and week that the pregnancy 
continues (with baby and mom in stable condition) has 
positive effects 

• Make sure they know that they are not alone  

• Make sure they understand that you are there to provide 
more information and answer new questions 

• Invite them to write their questions down as they think of 
them, for next time 

Meet with parents the following day, if possible, or at any time after 
the initial consultation 
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Table 6: Stratification of level of care offered based on anticipated likelihood of mortality 
and NDD  
 
 

 

Likelihood estimation for 
anticipated mortality or 
long-term NDD 

Suggested level of care Clinical examples that 
usually meet the 
likelihood estimation 

Extremely high likelihood of 
mortality or severe NDD * 

 

Palliative comfort care is 
recommended 
** 

Infant born at 22 weeks 
GA, irrespective of 
additional risk factors*** 
Infant born at 24 weeks 
GA, with an estimated 
weight of 350 g 

Moderate-to-high likelihood of 
mortality or moderate-to-
severe NDD 
 

Intensive care or palliative 
comfort care are both usual 
care options 

Infant born at 23 to 24 
weeks GA, irrespective of 
most additional risk 
factors*** 
Infant born at 25 weeks 
GA, with signs of fetal 
anemia and abnormal 
placental blood flow 

Low likelihood of mortality or 
moderate-to-severe NDD  

 

Intensive care is recommended  
** 
 

Infant born at 25 weeks 
GA, without additional risk 
factors*** 
Infant born late in 24th 
week of gestation (e.g. 
245), well grown with 
ANCS given, born in a 
tertiary care centre 
 

* In the clear majority of cases, the likelihood estimation for neurodevelopmental disability 
(NDD) does not reach the ‘extremely high likelihood’ category. Most cases where comfort 
care is recommended usually relate to an ‘extremely high likelihood’ of mortality, even when 
providing intensive care. 
  
** Given the lack of moral authority on the suggested level of care, parents may choose a 
non-recommended option. HCP should engage with them to determine their infant’s 
management plan. 
 
*** See table 4 for additional risk factors 

 
 
 
For further details on the suggested steps to get to this estimation, please see Sections 10.0 
and 11.0. 
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Figure 1: Process to determine management plan for anticipated extremely premature 
infant

 
 
Consider using the Tyson estimator (see Section 10.0) in estimating the risk, being aware of its 
limitations (see Section 6.0). 
  

Assessment of fetal condition 
and additional risk factors 

Survival by GA 
(Table 1) 

Risk of moderate to severe 
NDD (Table 2) 

Recommend usual level of care  
 

Shared decision making with 
expectant parents 

Management plan 

Time 

Consider: 
- Decision to  
be made 
- Risks & benefits of 
relevant options,  
- Culture, spiritual factors, 
 life experiences 
- Values  
clarification  

Estimation of likelihood of 
mortality and NDD 

Are both intensive care and 
palliative comfort care options? 

(Table 6) 

Yes No, there is a usual or 
suggested level of care 

Parents accept 
recommendation 

Parents refuse 
recommendation 

Consult colleague 
If necessary: conflict resolution 

• Ethics consultation 

• Institutional review board 

 

Allow parents to choose non-
usual care 

or 
Initiate palliative comfort care or 
intensive care as per suggested 
level of care in Table 6 
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Figure 2:  Pragmatic process for consultation, when there is time and when there isn’t 
 
 

  Process for prenatal consultation of patients facing 

anticipated delivery of an extremely preterm infant 

Neonatology staff or fellow receives verbal request 

from MFM staff or fellow for a consultation 

 

Neonatology fellow: 

• informs neonatology staff (if not already aware) 

• gathers maternal information  

• determines how much time is available for 

consultation  

No time for consultation 

(delivery is imminent)  

 Time for consultation:  

 

• Neonatology staff invites NICU “resusc” RN 

and BU RN to join the consultation 

• Neonatology staff invites MFM staff or fellow 

to join the consultation 

• Use SDM framework, decision aid and parent 

handbook 

• Give parents time to think 

MFM staff or fellow 

was present for the 

consultation:   

 

MFM staff or fellow 

and Neonatology 

staff or fellow 

finalize prenatal and 

postnatal 

management plan 

together 

MFM staff or fellow 

was not present for 

the consultation: 

 

Liaise with MFM 

staff or fellow and 

invite them to join 

the end of the 

consultation to 

finalize prenatal and 

postnatal plan, 

particularly the 

mode of delivery (If 

MFM staff or fellow 

unable to join, 

finalize neonatal 

plan and liaise back 

with MFM staff or 

fellow.) 

Document plan in mother’s chart 

Inform NICU (CF, Resusc RN, RTs, 

MDs) team of the plan 

 

 

Inform Neonatology staff to come in STAT  

N.B.  MFM staff or fellow to inform Neonatology staff or fellow of any relevant change 

to the maternal or fetal status, which may affect the prenatal or postnatal management 

plan  

 

Provide intensive care until discussion 

with family can take place to determine 

the ongoing management plan 

 

OR 

 

Provide palliative comfort care if infant 

thought, by a neonatology staff or fellow 

with high degree of confidence, to be at 

an extremely high likelihood of death or 

severe NDD  
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