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Introduction
I remember the first time I sat with parents after their 20-week scan 

showed their baby had a complex congenital anomaly. The mother 
kept asking if I was sure about what I was seeing on the ultrasound 
images. The father sat completely still, not saying anything. They’d 
come in expecting routine pictures of their baby and left with a 
decision that would shape the rest of their lives.

Routine antenatal ultrasound now detects major structural 
anomalies in about 2-3% of pregnancies.1,2 While many of these 
conditions are treatable, some present serious challenges for survival 
and quality of life.3 When that happens, parents are suddenly facing 
a question they never imagined asking: Should we continue this 
pregnancy?

The decision is shaped by a multitude of factors, including the 
severity of the anomaly, what life might look like for their child, their 
religious beliefs, their family situation, the laws where they live, and 
the support they have access to. Paediatric surgeons are part of a team 
that includes obstetricians, geneticists, neonatologists, and others, 
all working together to help families make sense of overwhelming 
information.4

The role of a paediatric surgeon in such situations is specific. They 
know what surgeries are possible, what recovery looks like, what 
complications might happen, and most importantly, what functional 
outcomes can be expected years down the line.5,6 They have experience 
with kids having similar conditions growing up. They know which 
anomalies can be fixed well and which ones will mean a lifetime of 
challenges. That experience matters when parents are trying to picture 
their child’s future.

Recently, the MORE classification system has given a more 
systematic way to approach these conversations. It helps organize the 
thinking around Management needs, expected Outcomes, Recurrence 
risk and parental Expectations.7 This review looks at how we can 

counsel families effectively while staying true to the principle that 
ultimately, this is their decision to make, not ours.

The ethics of these conversations

The hardest part of these counselling sessions isn’t the medical 
information, it’s staying neutral. We all have opinions. We all have 
values. But the moment we start steering parents toward what we 
think they should do, we’ve crossed a line.

Non-directive counselling means giving comprehensive, balanced 
information without imposing our own values. It respects that 
families, not us, have to live with whatever decision they make. This 
means respecting their autonomy, giving them truthful information 
(including admitting when we’re uncertain) and supporting them 
equally regardless of which path they choose.8

Easier said than done. I’ve caught myself leaning one way or 
another based on what I think I’d do. Self-awareness helps, but it’s 
something you have to actively work at in every conversation.

Understanding what we’re dealing with: classification 
matters

Not all congenital anomalies are created equal and how we counsel 
depends heavily on what category we’re talking about.9

The traditional approach

We used to think in binary terms: lethal vs. correctable. 
Lethal anomalies like bilateral renal agenesis or anencephaly are 
incompatible with life, no matter what we do.10 When we diagnose 
these, counselling focuses on comfort care, memory-making if they 
continue and supporting whatever choice they make without false 
hope.

At the other end, surgically correctable anomalies with good 
prognoses, such as pelvi-ureteric junction obstruction, duodenal 
atresia and straightforward anorectal malformations, we can fix.11 
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Abstract

When severe congenital anomalies are detected before birth, parents face an impossible 
choice: continue or terminate the pregnancy. Paediatric surgeons are often called in to help 
families navigate this decision. This review examines what works in these conversations, 
the principles, the challenges and the practical realities of supporting families through one 
of the hardest moments of their lives. The role of MORE (Management, Outcome, Risk, 
Expectation) classification in providing a structured framework without losing sight of the 
human element has been explored. Effective counselling involves giving families accurate 
information, acknowledging what is not known, respecting their values and supporting 
whatever decision they make.
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Counselling here emphasizes reassurance backed by data, explaining 
the surgical plan, and being realistic about what recovery involves. 
But most cases aren’t that clean. They fall somewhere in the middle, 

which is where things get complicated. Figure 1 shows the overall 
counselling process flow.
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The MORE framework: a better way to think

The MORE classification, developed by Goel et al, gives a more 

nuanced approach (Figure 2).7 Instead of binary categories, it looks at 
four dimensions:

Management (M1-M5): What obstetric planning is needed? This 
ranges from normal delivery at the booked centre (M1) all the way 
to discussing termination as an option (M5). The middle categories 
cover tertiary centre delivery, immediate neonatal intervention, or 
considering fetal surgery.

Outcome (O1-O5): What’s the realistic prognosis? O1 means 
compatible with life, surgery might not even be needed. O2 is 
correctable with good outcomes. O3 involves chronic issues or 
disability despite surgery. O4 is multi-system, life-threatening. O5 is 
incompatible with life.

Risk (R1-R3): What’s the recurrence risk? R1 is low risk for future 
pregnancies. R2 means we’re not sure yet; maybe genetic testing 
would help. R3 is an established recurrence risk.

Expectation (E1-E3): What do the parents want? E1 is a pregnancy 
for example IVF, older mother, they want to continue at almost 

any cost. E2 is genuinely open to guidance. E3 is leaning toward 
termination.

So, a case might be M2-O2-R1-E2: needs tertiary delivery, 
good surgical outcome expected, low recurrence risk, parents open 
to our input. That’s very different from M5-O5-R3-E3: offering 
termination, incompatible with life, high recurrence risk and parents 
favour termination. The framework doesn’t decide for us, but it helps 
organize the conversation.

Table 1 demonstrates the clinical range within the MORE 
framework from pelvi-ureteric junction obstruction (PUJO) (M2–
O2–R1–E2, excellent prognosis with postnatal surgical correction) 
to bilateral renal agenesis (M5–O5–R3–E3, lethal and primarily 
compatible with palliative or termination counselling where 
appropriate).
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Table 1 Clinical application of the MORE classification

Condition M (Management) O 
(Outcome) R (Recurrence) E 

(Expectation) Counselling Interpretation

Pelvi-ureteric junction 
obstruction (PUJO) M1 O2 R1 E2

Routine obstetric management; 
excellent prognosis with postnatal 
surgical correction; continuation 
recommended with planned renal 
follow-up and routine monitoring

Congenital diaphragmatic 
hernia (severe)

M4 O3/O4 R1 E2

Fetal intervention may be considered; 
prognosis variable; uncertainty must be 
acknowledged; shared decision-making 
essential

Low or intermediate 
anorectal malformation M2 O2 R1 E2

Good postoperative prognosis; 
neonatal surgery expected; families 
can anticipate near-normal long-term 
outcomes

Bladder exstrophy–
epispadias complex M3 O3 R2 E1/E2/E3

Multistage reconstruction required; 
functional limitations possible; 
counselling should reflect parental 
thresholds and coping capacity

Cloacal exstrophy M3/M4 O3/O4 R2/R3 E2/E3

Complex anomaly with high surgical 
burden; multidisciplinary discussion 
essential; decision guided by parental 
resources and values

Myelomeningocele M4 O3 R2 E1/E2

Consideration of fetal repair; variable 
neurological outcomes; disability 
support and long-term care must be 
discussed

CPAM (Congenital 
pulmonary airway 
malformation)

M2 O2 R1 E2

Favourable postoperative outcome; 
continuation recommended with 
planned neonatal and surgical 
management

Anencephaly M5 O5 R1/R3 E3

Incompatible with sustained life; non-
directive termination counselling; offer 
bereavement and palliative support 
resources

Limb–body wall complex 
(Severe) M5 O5 R1 E3

Lethal condition; compassionate, non-
directive support; palliative/comfort 
care pathway planning if continuation 
chosen

Bilateral renal agenesis M5 O5 R3 E3

Lethal anomaly; discussion of 
termination where legal and culturally 
appropriate; palliative planning if 
pregnancy continued

When do parents need to talk to us?

Not every antenatal diagnosis needs surgical consultation, but there 
are clear triggers.12 We should be involved when surgical intervention 
will be needed early, when the anomaly involves our expertise (GI, 
thoracic, urogenital systems), when parents specifically ask to meet 
the surgeon who’d care for their baby, when prognosis needs our 
input, or when resuscitation decisions need discussion.

Timing matters too. Ideally, after initial diagnosis and genetic 
counselling, but early enough that our input can inform the decision, 
usually within a week or two of diagnosis. The MORE framework 
helps figure out how urgent the surgical consult is based on the 
Management category.

We’ve learned that what we bring to these conversations is different 
from what other specialists offer. We talk about technical feasibility, 
how many surgeries might be needed, what can go wrong, and what 
we’ve actually seen in kids we’ve followed for years. That long-term 
perspective, knowing what bowel function or continence looks like at 
age 10, not just whether the baby survives surgery, that’s what parents 
really need from us.

How these conversations actually go

I block out at least 45-60 minutes, sometimes more. You can’t 
rush this. The SPIKES protocol, adapted for antenatal counselling, 
provides a useful framework (Figure 3):

https://doi.org/10.15406/ipcb.2026.12.00332
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Start by finding out what they already know. Sometimes what 
they’ve been told got garbled in translation, or they misunderstood 
something crucial. Then explain the diagnosis clearly, without 
medical jargon, when possible. I watch their faces to see if they’re 
actually taking it in or if they’re too shocked to process anything.13

I’ve stopped giving single-number prognoses. Instead, I talk about 
ranges: best-case, what we typically see, and worst-case. This is more 
honest and gives families a realistic picture. Then we go through 
management options, delivery planning, intervention timing and what 
palliative care might look like if that’s relevant.

The most important part is asking what matters to them. What are 
their priorities? What are their beliefs? What would make a decision 
feel impossible? Some families are clear immediately. Others need 
time.

I always document not just what I said, but what they asked, what 
seemed to concern them most, and how they were feeling. This helps 
the next provider who talks to them avoid contradictions or missed 
points.14 

The difficult cases

When we honestly don’t know

Some cases just have massive uncertainty. Myelomeningocele 
is a classic example of the level of the lesion, whether there’s 
hydrocephalus, what bladder and bowel function will be like, and 
whether they’ll walk. We can give statistics, but every kid is different.

Congenital diaphragmatic hernia is another one. Lung hypoplasia 
is hard to predict accurately before birth. Gastroschisis can look 
straightforward on ultrasound but turn out to have significant intestinal 
complications.

The temptation is to give false certainty because it’s uncomfortable 
to say you don’t know. But I’ve learned that acknowledging 
uncertainty explicitly is actually more helpful. I tell them what factors 
will become clearer after birth, what the range of outcomes looks 
like, and that some families can tolerate this kind of uncertainty while 
others find it unbearable. Both reactions are valid.

The MORE framework helps here by having an R2 category for 
unclear risk and allowing outcome ranges within categories. It gives 
us language for the gray zones.

When to push for genetic testing

Genetic screening gets either overused or missed entirely. The 
MORE framework helps clarify when it’s actually indicated. R1 cases 
isolated soft markers generally don’t need invasive testing. R2 cases 
where risk is unclear might benefit from amniocentesis or CVS if 
we’re likely to find aneuploidy or a specific syndrome. R3 cases with 
established recurrence risk need genetic counselling both for current 
assessment and future planning.

Sometimes, affected families undergo invasive testing that wasn’t 
really needed, adding risk, expense, and anxiety. Being more selective 
helps.
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Supporting whatever they decide

There’s no universally right answer. What’s right depends on their 
values, their circumstances, and what they feel capable of handling. 
The Expectation category in MORE explicitly recognizes this.

Some families feel equipped to manage whatever challenges come 
(E1). Others feel termination is the most compassionate choice for 
everyone involved (E3). Many are somewhere in between, genuinely 
unsure (E2). All of these positions can come from love and concern 
for the baby.

What matters is that we support them either way, without judgment 
and without disappearing after they decide.

The real-world complications

Money is a huge factor that we don’t always talk about openly. In 
healthcare systems without universal coverage, the cost of caring for 
a child with complex medical needs can be financially devastating.15 
This reality sits in the background of many of these decisions, captured 
implicitly in the Expectation category but needing explicit discussion.

I’ve had to learn to acknowledge that financial concerns are 
legitimate without judgment, involve social work early, provide 
information about available resources, and be honest about what costs 
might look like. It’s uncomfortable, but pretending money doesn’t 
matter doesn’t help anyone.

Cultural and religious factors are similarly huge. Some families 
have strong religious prohibitions against termination. Others face 
family pressure to terminate. Legal frameworks vary wildly depending 
on where you are. All of this has to be navigated with sensitivity.

Why this can’t be a solo job

Optimal counselling requires a team (Figure 4). The obstetrician 
and MFM specialist handle imaging and determine the Management 
category.16 The paediatric surgeons define expected Outcomes based 
on their experience and standard knowledge. Genetics establishes the 
Risk category. Neonatology weighs in on immediate postnatal needs. 
Social work helps assess the Expectation category and provides 
support. Psychology or psychiatry may be needed. Sometimes ethics 
consultation helps.

The MORE framework gives a common language across 
disciplines, which prevents contradictory information and helps 
families feel like we’re all on the same page.

It also serves as a quality improvement tool. Are we giving 
consistent information? Are we documenting properly? Are we 
tracking outcomes by category so we can refine our counselling? 
These things matter.

Conclusion
These conversations never get easy. Every time we sit down with 

parents facing this decision, we’re struck by how devastating it is and 
how much trust they’re putting in us to help them think through it.

As paediatric surgeons, what we bring is concrete: we know what’s 
surgically possible, what recovery looks like, what complications 
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happen, and what quality of life we can realistically expect years 
down the line. That perspective is crucial when parents are trying to 
imagine their child’s future.

The principles are straightforward, even if the application isn’t. 
Respect their autonomy. Give balanced, honest information. Admit 
what you don’t know. Stay neutral. Respect their cultural and religious 
context. Support them regardless of their decision.

The MORE framework helps organize these conversations without 
making them formulaic. It accounts for obstetric planning, realistic 
prognosis, recurrence risk and parental priorities in a single integrated 
approach. It doesn’t tell us what families should decide, but it helps us 
counsel them more systematically.

A few things are worth emphasizing. There is no universally correct 
decision, only what’s right for each specific family in their specific 
circumstances. Honesty beats both false reassurance and unnecessary 
pessimism. Uncertainty is part of medicine; pretending otherwise 
doesn’t help. Structured frameworks like MORE improve counselling 
quality but can’t replace empathy or clinical judgment. And families 
deserve our support regardless of which path they choose.

These conversations also take a toll on us. Sitting with grief, moral 
distress, and uncertainty session after session requires attention to 
our own well-being. No single person can meet all the needs of these 
families, which is why the team approach matters so much.

As prenatal imaging gets better and diagnoses happen earlier and 
more frequently, we’ll be having these conversations more often.17 
Knowing how to do them well isn’t optional anymore; it’s central to 
what we do.

The goal isn’t to eliminate grief or engineer the right choice. It’s to 
ensure families feel informed, supported, and respected in whatever 
they decide. If we can sit with their uncertainty and help them think 
through the hardest decision they’ll likely ever make, we’ve done our 
job.

Take-away points (Table 2): Stay non-directive. This is about 
the patients/ parent’s values, not yours. Paediatric surgeons provide 
a unique long-term perspective on outcomes and quality of life. The 
MORE classification (Tables 1, Figure 2) helps structure conversations 
without losing the human element. Use the SPIKES protocol (Figure 3) 
for difficult conversations. Give ranges of outcomes, not false certainty. 
Cultural, religious and financial contexts matter enormously. There’s 
no right decision, only what’s right for each family. Support continues 
regardless of their choice. Multidisciplinary teams (Figure 4) provide 
better, more consistent counselling. Allowing time for families to 
process one session is rarely enough. The overall counselling process 
(Figure 1) requires coordination and follow-through.

Table 2 Key points for clinical practice in antenatal counselling for congenital anomalies

Domain Key Practice Point
Ethical Foundation Non-directive counselling that respects parental autonomy is the ethical foundation for these conversations

Surgical expertise Paediatric surgeons provide unique perspectives on surgical management, realistic outcomes and long-term 
quality of life

Structured framework The MORE classification framework (Management, Outcome, Risk, Expectation) provides structured guidance 
for comprehensive counselling

Communication Structured communication frameworks, such as the SPIKES protocol, can guide difficult conversations
Information delivery Balance hope with realism by presenting ranges of outcomes and acknowledging uncertainty
Cultural competence Cultural sensitivity and awareness of religious, legal, and socioeconomic contexts are essential
Decision-making There is no universally correct decision only what is right for each family
Ongoing support Support continues regardless of the decision made, without judgment or abandonment
Team approach Multidisciplinary collaboration provides comprehensive, consistent information
Process Multiple counselling sessions are often required as families process information and make decisions
Quality improvement Documentation, training, and continuous quality improvement enhance counselling effectiveness over time
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