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WHAT THIS PAPER ADDS 

• Prospective parents report poor experiences of antenatal counselling, which simple 
changes to service design could improve  
 

• Discussions of risk are frequently poorly understood, and we recommend methods 
for improving communication of numerical data 
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ABSTRACT  

Prospective parents whose fetus is diagnosed with a neurological abnormality go through a 

complex range of emotions. Their experiences of antenatal counselling from health care 

professionals is that the discussion focusses too much on the nature of the abnormality and 

involves unintelligible medical terminology, when they really want a picture of the best and 

worse-case scenarios instead. Whilst a figure to estimate the level of risk for their fetus is 

important, it is not prospective parents’ primary concern. When figures for risk are given, it is 

not certain they are understood as well as health care professionals think. This review 

discusses the published evidence on antenatal counselling and recommendations for 

explaining risk. From this data, we make recommendations for the organisation of antenatal 

counselling services.   
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INTRODUCTION 

Screening for fetal structural and genetic abnormalities is a routine aspect of pregnancy 

care, and includes ultrasound imaging between 18 and 20 weeks’ gestation.1  When 

suspected neurological anomalies are found in a fetus, additional investigations, such as a 

congenital infection screen, genetic testing, and in-utero Magnetic Resonance Imaging 

(iuMRI), may be requested to confirm the anomaly is present, identify additional 

abnormalities, and determine aetiology. For example, iuMRI has superior diagnostic 

accuracy compared to ultrasound2-5 and provides clinical information that both improves 

obstetricians’ diagnostic confidence and influences their recommendations on the 

management of the pregnancy.2; 3 Improved diagnostic capability may create an expectation 

of better prognostication for fetal neurological abnormalities; however, there is limited data 

on how prospective parents view antenatal counselling. The published data comes from 

qualitative research studies of women, and rarely includes partners’ or other family 

members’ experiences; where data from partners is captured, it takes a strictly 

heteronormative approach. In addition, the data on developmental outcomes for most fetal 

abnormalities is limited and of poor quality. All of these factors mean that antenatal 

counselling is a challenging area for health care professionals. 

 

This review discusses the experiences of prospective parents who receive antenatal 

counselling and the published recommendations on how to communicate risk, from which 

we make pragmatic recommendations on how services should be organised. Because 

families come in many forms and not all pregnant individuals identify as women, we use the 

term “prospective parents” throughout this article, unless the published data refers 

specifically to women or male partners. Part two of our review discusses the published risks 

of atypical developmental outcome in a range of common fetal neurological abnormalities. 6 

 

PROSPECTIVE PARENTS’ VIEWS ON SCREENING TESTS IN PREGNANCY AND 

ANTENATAL COUNSELLING 
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Views on screening tests in pregnancy and diagnosis of a fetal abnormality 

The literature shows pregnant women see ultrasound as a social rite of passage and a 

bonding opportunity, and it also improves the involvement of their partner in the pregnancy.7-

12 However, many women report they are not adequately prepared for an ultrasound scan, 

with a third not understanding it could detect fetal malformations,9; 11; 13; 14 and others 

assuming that abnormalities are found in other people’s babies, not theirs.11; 14-17 After 

prospective parents have been told their baby has an abnormality, they face a complex, 

confusing and potentially overwhelming range of emotions, including fear, anger, grief, and 

anxiety, for which they are largely unprepared.9; 10; 18; 19 At the same time, prospective 

parents have to grapple with complex medical information, terminology, confusing statistics, 

challenges to their ethical, moral or religious beliefs, and social and family expectations.16; 19  

 

Information needs and experience following diagnosis of a fetal abnormality  

Almost immediately, prospective parents want information on the best and worst case 

scenarios for their baby’s outcome 16; 17; 20 to help them understand what emotional and 

financial resources will be needed to care for the child after birth.18 Many report that the 

information they receive is too focussed on the technical and biological aspects of the 

anomaly, is given using incomprehensible medical terminology, 17; 19; 21 and does not include 

sufficient information on potential developmental implications. For the health care 

professional, there may be a number of reasons why they do not give this prognostic 

information as clearly as prospective parents want: the literature on outcomes of fetuses with 

abnormalities is limited and of poor quality, the health care professional may not be up to 

date with the most recent literature, or they have limited experience of following up children 

with similar abnormalities.19; 22 If prospective parents see more than one health care 

professional during their journey, the information they receive can appear to be conflicting, 

which leads to uncertainty about whom to believe, a loss of trust, and feelings of insecurity 

about the right course of action to take.16; 17; 20; 21  
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Health care professionals should also be aware of how they are phrasing information and 

their potential non-verbal communication: prospective parents report they can infer from 

verbal or non-verbal communication what decision the health care professional thinks they 

should make, which is usually that the pregnancy should be terminated.19  Studies of women 

suggest they perceive health care professionals see their health as the most important 

aspect in the decision and that the baby is ‘a problem to be solved’.19 Prospective parents 

also report feeling a change in the behaviour of health care professionals if they choose “the 

wrong decision”: clinicians appear to step back and become less involved in their care.19 As 

a result of all of these difficulties, prospective parents seek further information from other 

sources, for example the internet, including support groups for families whose child has the 

same condition.17; 19; 22 Published research, mainly from qualitative studies, have found a 

number of factors are associated with positive counselling sessions for prospective parents, 

which are summarised in Box 1.16; 17; 19; 21; 23; 24 

 

Family or societal challenges following diagnosis of a fetal abnormality 

Having gathered information, prospective parents may be faced with a choice about 

termination of pregnancy, which can be particularly diff icult in families or communities with 

strongly polarised ethical views.10 Societal values influencing these decisions include: the 

belief that women should love their fetus from conception, that women should not deliver 

“disabled” children, and the belief that termination of pregnancy represents prejudice against 

children with disabilities.(5) Another assumption that can prevent appropriate support being 

given to prospective parents is the belief they will not experience grief if they choose to have 

a termination of pregnancy.10 In the literature, women commonly report pain, grief, and 

trauma for a long time after termination of pregnancies, irrespective of the circumstances 

within which conception occurred and how they arrived at the decision to terminate the 

pregnancy, which leads them to doubt they made the right decision.25; 26  

 

The behaviour of partners 
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The data on a partner’s feelings is lacking in the literature, and there is no data at all on the 

experiences of same sex partners or extended family members, such as prospective 

grandparents. The literature suggests that male partners experience similar traumatic 

emotions to termination of pregnancy as their partner.25-29 Men may see their partner’s 

distress as their primary concern and adopt the position that, given she is carrying the baby, 

the final decision about how to manage the pregnancy is hers and they should support 

whatever decision she makes.22 This can result in men adopting a passive role during 

information gathering, in some cases allowing their pregnant partner to function as the 

conduit through which they receive information.  If a couple are not communicating 

effectively, a male partner may not receive information at all.22 Where partners want different 

outcomes and a woman elects for a termination of pregnancy, her partner has to cope with 

feelings of being powerless and despondent, whilst grappling with the belief that the decision 

should reside with their partner.22 As a result, men can withdraw from discussions about the 

management of the pregnancy to avoid conflict and reduce trauma, which can be perceived 

by their partner as an unfeeling or uncaring attitude towards either them or the fetus.10  

 

The role of extended families and friends 

Trauma can also be accentuated when the decision prospective parents make is 

disapproved of by partners, friends or family. For example, studies have shown women 

report that other family members may oppose their decision to have a termination of 

pregnancy on moral grounds, or attempt to over-ride her decision to continue the pregnancy 

because they perceive she does not have the ability to cope with a potentially disabled 

child.19; 30 The literature shows this conflict leads pregnant women to feel isolated,19 and 

health care professionals should not simply assume prospective parents will be supported 

by their families and friends. There is no published evidence on how a partner feels where 

disagreement with the wider family occurs, nor the long-term consequences of this conflict. 

 

Recurrence of a fetal abnormality 
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We are not aware of published data on how prospective parents feel when recurrence of a 

fetal neurological abnormality occurs. In our experience, this is a devastating diagnosis, 

made harder if an opportunity to diagnose the abnormality early in the pregnancy was 

missed; for example, if appropriate genetic testing was not offered in the initial pregnancy or 

there was an incomplete discussion of recurrence risk. It is our experience that prospective 

parents may not necessarily make the same decisions in second affected pregnancies than 

the first. For example, prospective parents who struggled with strong emotions, such as 

guilt, about a previous termination of pregnancy, may choose to continue with a subsequent 

affected pregnancy, particularly if their opportunities for future pregnancies are diminishing. 

Alternatively, if the previous child survived with a poor quality of life and demanding needs 

that challenged the family’s ability to cope, a termination may be considered more readily in 

subsequent pregnancies. Health care professionals should be careful to listen to prospective 

parents about their experiences and feelings on previous pregnancies, without making any 

assumptions on what decision they will made for the current pregnancy. 

 

Pregnancies achieved by in-vitro fertilisation 

Prospective parents may experience similar feelings of devastation and disappointment 

where a pregnancy was achieved by in-vitro fertilisation, as this will often follow many years 

of attempting to become pregnant, or multiple miscarriages, which could have be an 

emotionally turbulent experience in its own right. There is no evidence that the emotional 

journal of prospective parents who achieved pregnancy by IVF is any less or more severe 

than families who achieved pregnancy naturally; nevertheless, careful discussion about 

recurrence, liaison with the fertility and genetics team, and psychological support should be 

available.  

 

COMMUNICATING THE POTENTIAL OF ADVERSE OUTCOME 

Health care professionals may see the most important aspect of antenatal counselling as 

giving prospective parents a numerical f igure for the estimation of the risk their child might 
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have atypical developmental outcome. In fact, prospective parents report that descriptions of  

the best and worst case scenarios for their baby’s outcome are the most useful part of 

antenatal counselling.16; 20 They want health care professionals to “paint a picture” of what 

expected difficulties will be like with functional descriptions and comments on independence, 

participation and quality of life. If medical terminology is used, its meaning should be 

explained in lay-terms. Health care professionals should be aware that some terminology 

may already be known by prospective parents, but they may not know the full scope or 

spectrum of the condition. For example, the term cerebral palsy may conjure up pictures of a 

child with profound motor disorder in a wheelchair, with profound learning disabilities and a 

range of other comorbidities, without prospective parents understanding the full extent of the 

spectrum. Prospective parents may have different views on the quality of life experienced by 

someone with a disability, and health care professionals are also known to underestimate 

the quality of life of children with disabilities,31 so they should be careful of any assumptions 

they are making during counselling.   

 

At some point, prospective parents are likely to want an estimation of how big the risk is of 

their child having atypical developmental outcome. Reviewing the evidence on how to 

communicate the degree of  risk in medical practice is beyond the remit of this article, 

although helpful reviews have been published,32-35 but we outline some important 

observations below. 

 

Many people struggle to understand numerical data 

Lipkus et al found that 40% of individuals over 40, 84.4% of whom had more than high 

school education, could not solve basic probability puzzles or convert percentages to 

proportions. For example, 21.8% could not answer correctly which of 1/100, 1/1000 or 1/10 

represented the highest risk of getting a disease, and 19.2% could not correctly determine 

how many people in a population of 100 would develop a disease if the risk was 10%.36 

Yamagishi et al found university undergraduates rated cancer as being riskier when it killed 
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1286 out of 10,000 compared to 24.14 out of 100, presumably because the numerator was 

larger.37  

 

Understanding numerical data and probability is not the same as understanding 

personal risk 

Having a grasp on numerical data does not mean a person understands their personal risk.35 

Research in other fields of medicine shows individuals minimise or exaggerate their personal 

risk, assuming ‘bad things happen to other people’.32 Perception of risk is also affected by 

how serious the hazard is perceived to be and the person’s views of what living with the 

condition is like.32  

 

Figures for risk do not always relate to changes in behaviour or decisions 

Whatever an individual’s understanding of the numerical data, knowing a baby has a high 

risk of a condition does not necessarily alter prospective parents’ behaviour: evidence from 

genetic antenatal counselling clinics shows factors like maternal age, parity, and religion 

also play critical roles in decision making.24; 38-41 

 

When communicating a single risk, it probably doesn’t matter whether percentages or 

fractions are used 

There is no clear answer as to whether a single risk is best presented as a percentage or a 

fraction. If several risks are communicated using fractions, the denominator must remain the 

same to allow for direct comparison.32-35 

 

Verbal descriptions of the level of risk are problematic and not better than numbers  

Verbal descriptions of risk, such as “very unlikely”, “doubtful” or “almost certain to happen” 

are more likely to influence outcome than numerical data, and individuals report that they are 

easier to understand.32 However, these verbal terms use “fuzzy logic” and are not 

comparable across different specialities, conditions or situations because they do not take 
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account of the baseline risk in the population. Recommended phrasing for the level of r isk 

(table 1) can bear little relationship to the level of risk one wants to express. For example, in 

table 1, a risk of 1 in 100 is described as “high”, but the population risk of a child having early 

developmental impairment is a between 2 and 3 in 100,42 so this “high risk” is actually a third 

of the baseline population risk.  

 

A further problem relates to an individual’s personal assessment of risk and what level of risk 

they are prepared to accept. Prospective parents may attribute different terms for the degree 

of risk to the figures than their health care professional. We have experienced how verbal 

terminology can lead to confusion and frustration, as demonstrated in box two. Experts in 

medical risk recommend verbal descriptions are avoided or always accompanied by 

numerical values to put them into context.33-35 

 

Health care professionals should ensure they use positive and negative framing 

Behavioural work suggests that numerical information should be framed in different ways to 

present information with a negative and positive focus.33; 34 Negative framing is “25 out of 

100 children (or 25%) will have this condition”; positive framing is “75 out of 100 (or 75%) will 

not have the condition”. Both positive and negative framing should be given when discussing 

risk. 

 

Pictures and visual aids are good 

Visual aids can help patients understand risk. For presentation of the risk of a single event, 

pictograms or icons should be used, with the population in the background and risk 

demonstrated by colouring in the number of likely affected patients. The “at risk” figures in 

the foreground need to be placed together, rather than scattered throughout the background 

figures, because the reader needs to count them quickly when scanning the diagram. If 

multiple risks are presented in a document, the icons should be the same shape, size or 

volume. Numerical data should accompany pictures because some people have a low 
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graphical literacy. Pie charts are a poor way of explaining and comparing risks. Where the 

risks between groups are being compared, histograms should be used. Line graphs are 

recommended to show trends or change over time.33 

 

PREPARING TO MEET PROSPECTIVE PARENTS  

Prior to meeting a family, the health care professional should ensure they are aware of all 

relevant information, including family history, general health and medication use, the sex of 

the fetus, fetal growth parameters, whether other abnormalities have been detected in the 

fetus, and the results of any congenital infection or genetic testing. Where this is not 

available, they should ask the prospective parents and their families for further information 

prior to giving prognostic information. 

 

Professionals should be aware of the published figures for risk and providing information 

only after a quick internet search is not appropriate! In our experience, fetal counselling 

works best when delivered by a small subgroup of clinicians who have greater knowledge of 

the data and experience of following up children with similar neurological abnormalities.  It is 

helpful to have a multidisciplinary discussion, which may include Obstetricians, Midwives, 

Geneticists, Neuroradiologists, Paediatric Neurologists, Neurosurgeons, and Neonatologists, 

on the consequences of an abnormality before meeting the prospective parents, where this 

is possible. 

 

When reviewing the published data on outcome, it is also essential to understand how 

abnormal outcome is defined because this varies between studies, which may inflate or 

deflate the risk value published compared to other studies.   

 

RECOMMENDATIONS FOR ANTENATAL COUNSELLING SERVICES FOLLOWING THE 

DIAGNOSIS OF A NEUROLOGICAL ABNORMALITY 
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Based on these experiences of prospective parents’, common-sense recommendations can 

be made, as summarised in box 3. In short, antenatal counselling teams should include a 

wide variety of specialities, led by the Feto-Maternal team, including Neonatologists, 

Paediatric Surgeons, Paediatric Neurosurgeons, Urologists, Geneticists, Radiologists with 

expertise in fetal imaging, and Paediatricians with expertise in neurological disorders and 

neurodevelopmental follow-up. The team should meet regularly to build relationships, review 

cases, discuss what information is given to women whose babies have common anomalies, 

and review outcome of cases. There should be access to written information, either 

produced locally or from national bodies and charities. Referral pathways should be agreed 

and access to other specialities available quickly.  

 

In our experience, a period of time is helpful for health care professionals to review the case 

and published evidence prior to meeting prospective parents. Where counselling is 

performed on the same day the diagnosis of the abnormality is made, we find prospective 

parents are in a state of shock and don’t know what to ask. Allowing them a few days to 

think about the diagnosis and search for data online ensures that counselling sessions are 

more detailed and fruitful. Where there are specific time frames, such as mandated by the 

law on termination of pregnancy, then members of the team should collect opinions as fast 

as possible, and counselling appointments on the same day as diagnosis may be the only 

option.  

 

It is tempting to assume that antenatal counselling would be ideal for telemedicine, 

especially with the greater availability of health care technology during the COVID-19 

pandemic, alongside the frequent appointments prospective parents must attend, and the 

large distances they may need to travel to hospital. In our experience, however, prospective 

parents have preferred face-to-face appointments when offered the choice.  
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Support should be available following counselling for a pregnant people and their partner, 

such as from a counsellor or psychologist. Postnatal plans should be clear and long-term 

follow-up arranged ideally with the person involved in the antenatal counselling. Where a 

fetal abnormality may have a genetic aetiology and recurrence risk, the case should be 

reviewed with colleagues in the Genetics department during multi-disciplinary team 

meetings, or sooner where there are time pressures relating to decisions on managing the 

pregnancy. Genetic studies like exome sequencing may be appropriate, even if prospective 

parents decide to have a termination of pregnancy. Appointments with the Clinical 

Geneticists and / or Genetic Counsellors should be made available to prospective parents 

where genetic causes and recurrence risks are identif ied. Health care professionals and 

families should work together on collecting developmental outcome data to improve future 

prognostication. 

 

CONCLUSION 

Antenatal counselling after diagnosis of fetal neurological abnormalities is a challenge, 

particularly where the information is used to decide whether a termination of pregnancy is 

appropriate or not. We provide recommendations on service design and how information 

should be communicated to women and their families, but ultimately more information from 

prospective parents and their families on what they need and how to provide it is needed to 

drive forward improvements in care.  
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Table 1: Examples of different recommended verbal terminology from experts or 
governmental agencies 
 

Reference Suggested verbal descriptions of risk 
 
Descriptor Percentage Fraction 

 
Mohanna and 
Chambers 
(2001)43 
 
 
 
 

High 1 More than 1 in 100 

Moderate 0.1 1 in100 to 1 in 1000 
Low 0.01 1 in 1000 to 1 in 10,000 

Very Low 0.001 1 in 10,000 to 1 in 
100,000 

Minimal 0.0001 1 in 100,000 to 1 in 
1,000,000 

Negligible  0.00001 Less than 1 in 1,000,000 

European 
Medicines 
Agency44 
 
Recommended 
terminology for 
the risk of adverse 
drug events 
 

Very common ≥ 1/10 
Common ≥ 1/100 to < 1/10 
Uncommon ≥ 1/1000 to < 1/100 

Rare ≥ 1/10,000 to <1/1000 
Very rare < 1/100000 

Frequency not known  

Royal College of 
Anaesthetists 
 
Recommended 
terminology for 
the risk of adverse 
anaesthetic 
events 
 

Very common –  
“someone in your family” 

10% 1 in 10 

Common –  
“someone in a street” 

1% 1 in 100 

Uncommon –  
“someone in a village” 

0.1% 1 in 1000 

Rare –  
“someone in a small town” 

0.01% 1 in 10,000 

Very rare –  
“someone in a large town” 

0001% 1 in 100,000 

Spiegelhalter et 
al33 
 
Probability 
intervals and 
terminology used 
by the Inter-
governmental 
panel for climate 
change 

Virtually certain 99-100% 
Extremely likely 95-100% 

Very likely 90-100% 
Likely 66-100% 

More likely than not 50-100% 
About as likely as not 33-66% 
Unlikely 0-33% 

Very unlikely 0-10% 
Exceptionally unlikely 0-1% 
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Box 1: Positive features of discussions with health care professionals 16; 17; 19; 21; 23; 24 
 
Parents find discussions with health care professionals are positive when the following 

occurs:  

• the information given is understandable 

• the health care professional ensures the information is understood 

• active listening, empathy, warmth, respect, and authenticity is employed 

• two-way discussions are used to share the work in finding a pathway through 

uncertainty, rather than ‘talking at’ prospective parents 

• using diagrams 

• involving both prospective parents in the discussion 

• health care professionals avoid imposing their beliefs or judgements on 

prospective partners 

• the baby is discussed with respect as if they had “meaning”, using a name, if the 

family have one for their baby 

• written information is provided 

• follow-up appointments or contact details for additional questions are offered 

• prospective parents feel supported, whatever choice they make for their pregnancy 

• continuity of care occurs after delivery, i.e. where the same health care 

professional who met the family antenatally provides paediatric follow-up. 
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Box 2: Paraphrased conversation with prospective parents during antenatal counselling 
about risk 
 

Health care professional:  Now we have discussed what the MRI scan has found, I 
imagine you would like to talk about what that means for your 
baby? We know that children with this abnormality can have 
problems with their learning and development…. 

 
Partner:                             Yes, we have heard that from the previous doctor, but we don’t 

know what that risk is. 
 
Health care professional:  The evidence in the literature suggests the risk of some form of 

learning or development difficulties is around 5%, or to put it 
another way 5 out of 100 babies with this finding on scan will 
have some development or learning difficulties. 

 
Partner:                             That’s terrible! 
 
Health care professional:  Well, if you look at it the other way, that means that 95% or 95 

out of 100 babies with this finding will not – they will have 
normal development. 

 
Partner:                             No, no, no…that’s too high ! That’s a really high risk! I don’t 

understand…. The doctor we saw previously said that our baby 
had a low risk. But 5%? That is huge! 

 
Health care professional:  It’s important to know what the risk is in children who have a 

normal MRI. Around 3%, or 3 in 100, children with a normal 
scan have problems with the learning or development. So, yes, 
the risk is a bit higher, but the figures suggest it’s much more 
likely that your baby’s development will be OK. 

 
Partner:                             No. No. We were told the risk was low, and now you’re saying 

5%. That’s a high risk. I don’t understand why we were told it 
was low by the other doctor. 

 
Health care professional:  Well, it depends on how you view risk. I don’t really like using 

terms like high or low risk – they can be confusing. One 
person’s high risk is another person’s low risk. We all see 
things different. It’s true your baby’s risk is higher than children 
with a normal scan. The figures are, though, that 95 out of 100 
children with this finding will be normal. Personally, I would say 
your baby’s risk was low. 

 
Partner:                             But that can’t be right. We were told during pregnancy about 

Down syndrome and the risk was high if it was more than 1 in 
150. How can you possibly now say that 5 in 100 is low risk? 
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Box 3: Recommendations for design of antenatal counselling services 
 

Area of care Recommendations 
 

Timing of 
counselling  
 

• An initial discussion about the result of a test should occur at the time of diagnosis, such as on ultrasound or in-utero MRI, as parents 
know f rom health care professionals’ behaviour when a test result is abnormal. 

• Initial discussions should explain an abnormality has been found, what it is, and what further investigations are needed  
• Referral pathways for other investigations and advice from professionals should be agreed and timely, taking into account national 

abortion laws   
• Advice from other professionals can occur on the day of diagnosis, although staff may not always be available and women may feel 

overwhelmed. Where it is not possible, follow-up appointments should be timely: it is better to wait a few days and provide high-quality 
information than see a family quickly and give wrong advice.  

• Technology, such as video clinics, should be available where families have difficulty attending hospital  

Environment 
 

• Rooms for counselling should be available in maternity services 
• Paediatricians should not see families in their own clinics, where families may wait surrounded by children  

• Rooms should be warm, welcoming, and calm 
• There should be no time pressures to vacate rooms to ensure there is time to discuss concerns fully. It is not uncommon for an 

appointment to take over an hour 
• A computer screen should be available to allow families to see images, such as iuMR, and to review webpages of useful information and 

relevant organisations  
• Full information should be available to those providing counselling, including family history, genetic results, general healt h issues of 

women and their partner, and neuroimaging 
Who performs 
counselling 
and is part of 
the team 
 

• There should be a cohesive team who work together, respect expertise, create referral pathways, guidelines and information leaflets, 
review cases regularly, and provide emotional support to each other 

• Initial consultations and breaking of news will occur in obstetric services with sonographers, midwives and obstetricians 
• Women and their families should have access to specialist professionals to explain the abnormality and talk about whether it put the baby 

at risk of medical or neuro-developmental problems 
• If  complications at birth are possible, a neonatologist should be present to discuss postnatal management   
• If  the child is likely to die after birth, paediatric / perinatal palliative care teams should be involved  
• Where neurological or developmental morbidity is a possibility, counselling should be provided by an expert who performs antenatal 

counselling regularly and has experience of managing children with similar problems throughout childhood.  
What is 
communicated 
and how 
 

• A discussion should start with asking the prospective parents what they understand or have found out about the abnormalities, their hopes 
and expectations, and listening to any thoughts or experiences they have about children with disabilities and quality of life 

• Medical terminology should be explained in lay terms 
• Diagrams of normal anatomy and the abnormality should be available 
• If  the family want, they should have the opportunity to see the scan 

• Discussions should not be overly technical / biological   
• A clear plan should be made for any other necessary tests, where appropriate 
• An explanation of the range of possible outcomes should be offered, including best and worse-case scenario  
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• Outcomes should be functional and not purely medical diagnoses, i.e. “what does it mean in real life?” 
• Where there is hope, acknowledge it, no matter how small 

• Where a range of  experts are required, a joint meeting will reduce conflicting or contradictory information being given 
• Discussions should not be judgemental, verbally and non-verbally.  
• Information leaflets should be given to families, where available, or links to reliable internet resources 
• Professionals should avoid telling families to avoid internet searches, even if you think they will scare themselves.  
• A summary letter of what was discussed, in lay terms, should be sent to the family and relevant teams following the appointment   

• Women and their families should be offered follow-up opportunities to clarify information and ask questions  
• When a woman has made a decision within the law, the clinician should acknowledge this and validate it as the “right decision for them”, 

even if  this is different from their own personal view 
How risk is 
communicated 
 

• Tell the family what the base line risk of developmental problems is to allow for comparison 
• Use either percentages or fractions. If diagrams are available, use fractions 

• When using f ractions, ensure the denominator is the same. Given low risk probabilities (such as 0.1%) are unlikely to occur when 
discussing developmental impairment, we recommend using 100 as the denominator 

• Try to avoid using verbal descriptions such as “very high” or “low”. Where you do, present the statistics alongside them 
• Use icons / pictograms to demonstrate risk and present the numerical figures alongside them  

• Frame any f raction or percentage you give to show the positives AND negatives, i.e.  “your child has a 10 out of 100 chance of epilepsy, 
which also means 90 out of 100 won’t develop epilepsy” 

• Avoid using increases in percentages to explain risk, such as “your child is 20% more likely to develop cerebral palsy…”  
• Avoid relative risks, such as “your child is 4 times more likely to have difficulties than a child without these findings” 

Support for 
pregnant 
women and 
their families 
post diagnosis 

• Emotional and psychological support should be easily accessed for pregnant women, either by trained counsellors or psychologists 
• Referral pathways to mental health services should be clear and timely 

• Support should be provided to both pregnant women and their partner 
• Male partners should be encouraged to talk about their feelings and to discuss their grief, sense of loss. Although these cases are seen in 

maternity services, partners also need support  
• Where prospective families decide to continue their pregnancy, the paediatric professional providing counselling should endeavour to 

ensure continuity of care, including writing a plan for postnatal care, and reviewing the baby after birth.  
• Avoid repeated “offers” of termination of pregnancy where a decision has been made to continue with the pregnancy 

Postnatal 
developmental 
follow-up 
 

• Opportunity for postnatal review of the baby in a neurology / development clinic should be available, if parents wish 
• Clear referral pathways need to be made to facilitate access to paediatric follow-up 
• Preferably, developmental or neurological follow-up should be initially with the person providing antenatal counselling to allow for 

continuity of care and improve prognostication 
• Developmental follow-up should be available until at least school age, unless the family opt out 
• The professional providing follow-up should facilitate referrals to other appropriate specialisms when they arise 

Improving 
prognostic 
data  
 

• Review postnatally by the team providing antenatal counselling will improve prognostication in the long-run 
• Further research is required into the developmental significance of many lesions detected antenatally 
• There needs to be better liaison and communication between teams around the UK on difficult cases to improve prognostication, and 

involvement in data collection, service evaluation and research. 
 


