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Introduction
Abortion was decriminalised in Northern Ireland 
(NI) in October 2019, following the introduction 
by the United Kingdom (UK) government of the 
Northern Ireland Executive Formation Act 2019 
(Aiken and Bloomer, 2019). The NI Abortion 
Regulations introduced in March 2020, allowed 
abortion services to be provided under a broad 
set of conditions, including in cases of ‘severe fetal 
impairment or fatal fetal abnormality’ (Regulations, 
Section 7). Following a delay in the commissioning 
of services, interim services were eventually 
provided, but these were focused on early medical 
abortions (up to 10 weeks’ gestation), using 
medication. Some terminations due to diagnoses of 
severe or fatal fetal abnormality took place during 
that period, but monitoring data on gestations, 
and method of abortion have not been published. 
Beyond these criteria and parameters, abortion 
seekers were required to travel elsewhere to 
access services including some cases of severe or 
fatal fetal abnormality (Kirk et al., 2021). As of 24 
October 2022, the Northern Ireland Office (NIO) 
has led commissioning, with full implementation 

of services enacted in late 2023. The adoption of 
the NI Abortion Regulations 2020, with its Section 
7 allowing terminations on the ground of severe 
or fatal fetal abnormality, has brought into sharp 
focus access to antenatal screening, specifically 
during the first trimester. Unlike the rest of the 
UK, this screening is not routinely offered in NI and 
as a result, most fetal abnormalities are diagnosed 
following the anomaly scan which typically occurs 
at around 18-20 weeks’ gestation.

This policy briefing has been informed by two 
expert roundtables held in January 2024. The first 
roundtable was attended by families bereaved 
following diagnoses of severe or fatal fetal 
abnormalities and a representative from the 
Regulation and Quality Improvement Authority 
(RQIA), the regulator for health and social care 
in NI. The second roundtable was attended by 
health professionals involved in the delivery of 
maternity and fetal medicine services in NI, as 
well as academics and support organisations.

Antenatal screening  
in Northern Ireland  
and Women’s Rights
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Background on First Trimester 
Antenatal Screening
First trimester antenatal screening allows the 
detection of three conditions: Trisomy 13, 
Trisomy 18 and Trisomy 21 (respectively known as 
Patau’s syndrome, Edwards’ syndrome, Down’s 
syndrome). In England in 2019, 2,134 babies were 
born with either Trisomy 13, 18 or 21, representing 
16% of the total number of babies born with a 
congenital anomaly that year (13,306) (Public 
Health England, 2021). First trimester antenatal 
screening is routinely offered to all pregnant 
women in England, Wales and Scotland, but not 
in NI (see table 1, below). In the parts of the UK 
where testing takes place, when the screening 
test (a scan and a blood test called the ‘Combined 
Test’) indicates a high likelihood for the fetus to be 
affected by one of those three conditions, women 

are offered either: a) a further screening test 
(a blood test called the ‘Non-Invasive Prenatal 
Testing’ or NIPT, with accuracy over 99%); or b) 
an invasive diagnostic test (called the ‘CVS’ if 
below 14 weeks’ gestation or ‘Amniocentesis’ if 
above 15 weeks’ gestation, with accuracy of 100% 
but a 0.5% risk of miscarriage (NHS, 2024)); or 
c) no further testing. In NI, women over 36 years 
old may be offered a screening test (a blood test 
called ‘Quadruple Test’) in their second trimester, 
which presents a lower accuracy and only detects 
Trisomy 21. Statistics in the UK indicate that most 
cases of Trisomy 13, 18 and 21 are diagnosed 
antenatally, with approximately 86-88% of these 
pregnancies ending in termination (Public Health 
England, 2021).

2

Region Publicly funded 
antenatal screening 

Type of  
screening

Conditions  
detected Accuracy Comments 

Northern  
Ireland 

Screening test 
sometimes offered 
to pregnant women 

at weeks 14-20 
(some Trusts charge 

for this)

Quadruple test 
(blood test)

Trisomy 21 only
(not Trisomy 13  
or Trisomy 18)

80%

Maternal age 
appears to be 

the main criteria, 
however there 
is inconsistent 
practice across 
Trusts. Referral 

for amniocentesis 
possible

Rest of  
the UK

Screening test 
offered at weeks 

11-13

Combined test (scan 
+ blood test) (free)

Trisomy 13,  
Trisomy 18,  
Trisomy 21

90-95% 

Offered to all 
pregnant women. 
Referral for NIPT/ 

amniocentesis/ CVS 
possible

Table 1: Antenatal screening in the UK before the ‘anomaly scan’ (18-20 weeks)
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Trisomies 13, 18 and 21 all lead to higher incidences 
of miscarriages, stillbirth, neonatal and infant 
mortality, with particularly high incidences 
for Trisomy 13 and Trisomy 18 which are thus, 
considered to be ‘fatal fetal abnormalities’. Indeed, 
when a fetus is affected by Trisomy 13 or 18 (3-7 per 
10,000 births), 7 in 10 pregnancies over 12 weeks’ 
gestation will end in miscarriage or stillbirth; and 
if the pregnancy goes to term, 9 in 10 children 
will die in their first year (NHS). When a fetus is 
affected by Trisomy 21 (26 per 10,000 births), 3 in 
10 pregnancies over 12 weeks’ gestation will end in 
miscarriage or stillbirth; and if the pregnancy goes 
to term, 0.5 in 10 children will die in their first year 
(UK Office for Health Improvement and Disparities, 
2022). Miscarriage, stillbirth, neonatal and infant 
mortality cause significant levels of trauma, stress, 
anxiety, grief and depression amongst women, 
with a risk of increasing trauma for women as the 
pregnancy progresses and/or when or after the 
child is born (Kukulskienė & Žemaitienė 2022; 
Quenby et al. 2021). Men are also significantly 
affected by pregnancy and baby losses, including 
in the context of fetal abnormalities (Kecir et al., 
2021; Obst et al., 2020).

When they do not lead to fatal outcomes, Trisomy 
13, Trisomy 18 and Trisomy 21 result in disabilities 
likely to require regular care, a position held most 
often by mothers. Indeed, carers for disabled 
children are predominantly women (>65%); and 
women carers are more likely to be unemployed, to 
be in low paid/ low skilled employment, or to work 
part-time; with 1/4 of women carers for disabled 
children being lone parents (Carers UK, 2021). 
While parent carers of disabled children report on 
a wide range of positive outcomes (Beighton and 
Wills, 2019), they also face various challenges, and 
these predominantly affect women. Carers are 
also more likely to live in poverty, with the Carers 
Allowance in the UK amounting to £76.75 per 
week in 2023/24 (Joseph Rowntree Foundation, 
2022). Furthermore, carers are more exposed to 
ill-health: indirectly, since poverty is evidenced 
with lower levels of health (WHO, 2024); and 
directly, since carers report long-term health 
conditions or disabilities more often than non 
carers (Carers UK, 2022).

Antenatal screening  
and human rights law
The absence of first trimester antenatal screening 
universally offered and funded by the NHS in NI 
raises a number of potential issues regarding UK’s 
legal obligations under human rights law.

Firstly, it prevents all pregnant women from gaining 
information and/or seeking reassurance until 18-
20 weeks gestation on whether or not the fetus 
they carry is affected by one of the most common 
fatal or severe fetal abnormalities in the UK, 
despite available technology in the UK. Secondly, 
the absence of NHS first trimester antenatal 
screening in NI prevents women whose fetus may 
be affected by Trisomy 13, 18 or 21, from making 
an informed and timely decision on whether or 
not they wish to continue their pregnancies. In NI, 
women wishing to end their pregnancies in such 
circumstances must typically make decisions at 18-
20 weeks’ gestation or more (and cannot avail of 
their right under Abortion Regulations NI, Section 
7 until then). This contrasts with England and Wales, 
who have embedded universal antenatal screening 
and where 67% of abortions carried out in cases 
of an anomaly diagnosis are done so at under 20 
weeks’ gestation, with 25% carried out at 13-14 
weeks gestation (Office for Health Improvement 
and Disparities, 2023). Furthermore, women 
wishing to continue their pregnancies in such 
circumstances are unable to prepare themselves 
for the possibility of pregnancy/baby loss, infant 
death, or becoming a carer for a disabled child, 
until 18-20 weeks’ gestation or more in NI. In cases 
where women choose to continue their pregnancy 
this also delays access to specialist support through 
the NI Antenatal Palliative Care Pathway (Regional 
Paediatric Palliative Care Network, 2022).

The UK (including NI) is legally bound to respect a 
number of human rights relevant to such situations: 
the freedom from ill-treatment, the right to 
private and family life, the right to health and 
the right to be free from gender discrimination. 
Those rights are protected in the following legal 
instruments: International Covenant on Civil and 
Political Rights 1966, International Covenant on 
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Economic, Social and Cultural Rights 1966, and 
Convention on the Elimination of Discrimination 
Against Women 1989 (UN); European Convention 
on Human Rights 1950 and European Social Charter 
1961 (Council of Europe); Human Rights Act 1998 
(UK). International and European human rights 
law require that States (including the UK) protect 
women’s right to make an informed and timely 
decision on whether or not they wish to continue 
their pregnancies, including in cases of severe and 
fatal fetal abnormalities (e.g., European Court 
of Human Rights: Tysiac v Poland 2007 and R.R. 
v Poland 2011; UN Human Rights Committee: 
Amanda Mellet v Ireland 2016). It also requires 
that States provide adequate maternal care 
and information, including resources necessary 
to act on that information (UN Committee on 
Economic, Social and Cultural Rights, 2000 and 
2016); this includes free and regular consultation 
and screening for pregnant women throughout 
the country (European Committee of Social 
Rights, 2021).

Policy and Service provision of 
NIPT – national and international 
perspectives
First trimester antenatal screening policies are 
recommended by: the World Health Organisation 
(2016); the UK National Institute for Health 
and Clinical Excellence (NICE) (2010); and the 
Royal College of Obstetricians & Gynaecologists 
(RCOG) (2010). Public Health England (PHE) 
(2023) have published specific guidance and 
recommendations on NIPT, and with RCOG (in 
prep) jointly consulting, with the British Maternal 
and Fetal Medicine Society, on new guidance on 
care after NIPT.

NIPT is available as part of antenatal care around 
the world, including Belgium, Canada, Denmark, 
France, England, Scotland, Wales, the Netherlands 
and Singapore. In the USA, Israel and Australia, it 
is typically available through commercial providers 
(Bunnick et al., 2022). In places where it is fully 
publicly funded, the uptake is high (Denmark, 90%; 
Belgium 80%). In contrast, when it is provided at 
cost to the pregnant woman the uptake is typically 

lower, (approximately 30%), impacting on those 
in lower socio-economic groups (Bunnick et al., 
2022; van der Meij et al., 2021).

The use of NIPT significantly reduces the need for 
invasive procedures such as CVS and amniocentesis, 
with one study conducted by Public Health Wales 
documenting that such procedures dropped from 
an annual average of 229 to 27 procedures after 
NIPT implementation throughout Wales (UK) 
(Bowden et al., 2022). Testing has not impacted 
on the annual live birth rate of those with Trisomy 
21 (Down’s syndrome) (UK) (Bowden et al., 2022). 
The importance of providing NIPT is set within a 
context where the immediacy of fetal abnormality 
diagnosis at prenatal scan (18-20 weeks+) can be 
very distressing for women and sonographers. 
Thus, providing tests earlier, and allowing time to 
prepare for giving results is recommended (UK) 
(Cantlay, 2011).

Further key findings in a review of evidence 
focusing on pregnant women included:

•	 A small minority were concerned about 
pressure to test (Canada) (Ravitsky et al., 2021).

•	 Culturally competent educational resources 
are needed to ensure informed decision making 
for those from ethnic minority communities 
(Netherlands) (Peters et al., 2017).

•	 Concerns about a lack of information, costs 
of tests, decisions impacted by relations with 
family, kinship and community (India) (Gupta, 
2010).

•	 Informed choice is problematic if decision-
making is limited by concerns regarding 
insufficient resources to support people with 
disabilities (Canada) (Haidar et al., 2016).

•	 Adequate time is needed for pre- and post- 
test counselling (Canada) (Haidar et al., 2016).

•	 Communication of results was problematic 
for some women, with medics relying on 
medical terms or in contrast euphemisms (UK) 
(Littlemore et al., 2019).
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Antenatal screening: service 
provision in Northern Ireland
NI follows guidance from the National Institute 
for Health and Care Excellence (NICE) and offers 
specific screening programmes for fetal anomalies, 
infectious diseases in pregnancy, and sickle cell 
and thalassaemia screening (NICE, 2021). As 
highlighted above, NI does not offer combined 
screening or NIPT as part of universal maternity 
care (NI Direct 2021; Public Health England, 2021a). 
NIPT can be accessed from private providers in 
NI (average cost of £400) but it is not routinely 
signposted by health professionals. Women may 
be offered a quadruple test between weeks 14-20 
but this seems to be at the discretion of health 
professionals. In line with NICE guidelines, all 
pregnant women in NI are offered fetal anomaly 
screening for 11 physical conditions (NI Direct, 
2021; NICE, 2021; Public Health England, 2021b). 
These conditions include: anencephaly; open spina 
bifida; cleft lip; diaphragmatic hernia; gastroschisis; 
exomphalos; serious cardiac abnormalities; 
bilateral renal agenesis; lethal skeletal dysplasia; 
Edwards syndrome (trisomy 18); Patau syndrome 
(trisomy 13). This is carried out at around 18-
20 weeks’ gestation in line with the NHS Fetal 
Anomaly Screening Programme (FASP).

View from the Expert Roundtables
This policy overview was discussed and endorsed 
by roundtable experts, including families bereaved 
following diagnoses of fatal or severe fetal 
abnormalities, healthcare professionals involved 
in the delivery of maternity and fetal medicine 
services in NI, and academics in law, midwifery and 
social policy. There was consensus that the absence 
of first trimester antenatal screening discriminated 
against women living in NI and that it was combined 
with a lack of transparency around screening 
and diagnosis. Participants agreed that and that 
these deficiencies in service provision needed to 
be addressed by planning and introducing a new 
service from scratch. The following points provide 
a summary of the justification for this:

•	 Discrimination against women living in 
NI: both groups felt that the failure to 
offer first trimester antenatal screening to 
women in NI was not aligned with abortion 
law in NI. Participants highlighted that the 
absence of such services exposed women to 
preventable mental and physical harm related 
to late diagnoses of fetal abnormalities 
(increased risk of trauma and complicated 
grief; increased risk of amniocenteses; 
limited choice on the method and timing of 
termination – e.g., induced medical labour 
over surgical procedure; heavy decisions 
around feticide and palliative care, possibility 
of having to travel to other jurisdictions to 
access care etc.), with limited emotional 
support available such as counselling. Families 
felt that having late diagnoses also forced 
them to disclose personal details to persons 
aware of the pregnancy by then (they felt “the 
pressure of the world observing”, the fear of 
judgment given “the stigma around abortion 
in NI” and having “no right to private and 
family life”). Finally, families and clinicians 
highlighted that late diagnoses of fetal 
abnormalities unnecessarily rushed parents 
during life-changing and often devastating 
decisions, whether to continue or terminate 
the pregnancy. Both groups stressed that this 
amounted to treating women like “second 
class citizens” in accessing what is “essentially 
healthcare”, and felt a stark contrast with 
what was offered to women (and parents) 
in the rest of the UK. Families stated “this is 
not respectful of our time, our emotional and 
physical wellbeing”.

•	 Lack of transparency: both groups felt that 
the failure to offer first trimester antenatal 
screening to women in NI was combined 
with a lack of information and care pathway 
regarding antenatal screening and diagnosis. 
Some parents reported not knowing at the 
time that first trimester antenatal screening 
was available in the rest of the UK or that the 
NIPT was a (private) alternative in NI. Parents 
highlighted being confused about the fetal 
abnormalities they received diagnoses for 
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(some were told “not to Google”), and meeting 
with staff “unsure” what to do or tell them about 
alternatives following such diagnoses. Some 
parents felt that information was ‘withheld’ 
from them without anyone being accountable 
for it. Health professionals stressed the need 
to provide adequate information to families 
and make sure it was understood. Both groups 
called for immediate action in the interim: 
informing pregnant women of the situation 
in NI (some health professionals calling it an 
“obligation”) and signposting them to options 
such as the NIPT, despite the challenges raised 
by private healthcare (i.e., insufficient audits 
and disparities of access). 

•	 A unique opportunity to coordinate optimal 
service: both groups highlighted the cost and 
commissioning of first trimester antenatal 
screening as a major barrier to its design and 
implementation. Healthcare professionals 
stressed that planning and training had to be 
thought through. Both groups highlighted 
the possibility to create “gold standard” care 
for antenatal screening in NI by starting from 
scratch, and they enthusiastically supported 
the possibility to “get it so right” and “turn 
equity on its head”. There was a call to bring 
together experts in this area and get “the 
right people to hear what needs to be done, 
people listening to us, properly working with 
us”, rather than “personal [political] views 
influencing” healthcare. Health professionals 
favoured the option of offering NIPT to 
pregnant women over the combined test, due 
to the situation in NI.

Gaps in knowledge
There is limited published research on antenatal 
screening in NI, and findings are not recent. 
One study which reviewed clinical documents 
identified “variation in service provision across 
maternity units; a lack of training opportunities for 
health professionals and no common information 
system employed” (Lynn et al., 2010, pp.12). 
Another study which comprised a survey of 
pregnant and non-pregnant women reported that 

both groups preferred screening tests offering 
more accurate results over no risk of miscarriage 
(Reid et al, 2014). There is no congenital anomaly 
register in NI, thereby, limiting knowledge in this 
area as surveillance data including incidence and 
outcomes regarding pregnancies affected by an 
anomaly diagnosis are unknown, including those 
pregnancies that end in abortion (DoH NI, 2023; 
McCullough and Dolk, 2017). England and Wales, 
in contrast, have congenital anomaly registers: 
the National Congenital Anomaly and Rare 
Disease Registration Service in England; and the 
Congenital Anomaly Register and Information 
Service in Wales (NCARDRS, 2021; Public Health 
Wales, 2022).

Policy Recommendations
•	 First trimester antenatal screening should 

be offered to all pregnant women in NI in 
order to make NI Abortion Regulations 2020 
Section 7, effective; and in order to prevent 
the significant harm caused by late diagnoses 
of fetal abnormalities for pregnant women.

•	 An expert group on first trimester antenatal 
screening should be established to advise, 
research and plan the design and delivery of 
such services in NI.

•	 Interim public information on antenatal 
screening should be made available to all 
pregnant women in NI as a priority, as well as 
to key healthcare providers involved in early 
stages of pregnancy. 

•	 There is a need for more research on this 
topic; data should be collected and monitored 
on prenatal diagnosis and its outcomes in NI, 
including gestation detected and outcome 
of pregnancy. The views and experiences of 
women of reproductive age, families who 
have had a prenatal diagnosis and healthcare 
providers should also be gathered.
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