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Foreword

The Congenital Anomaly Register & Information Service for Wales (CARIS) is able to inform the health service and parents in Wales of the effectiveness of the 18-20 anomaly scan to detect anomalies.

The anomalies shown in this report are those that may be identified by the 18-20 week scan and recommended by Antenatal Screening Wales (ASW). These anomalies are serious, some are life threatening and some are lethal. 

The aim of the data is to provide information of the likelihood of the anomaly scan detecting specific conditions across the population of Wales as a whole, rather than specifically assessing the success of individual screening programmes or antenatal units.

Early detection can serve a number of purposes:

· Give choice to parents on whether to continue with the pregnancy

· Give parents time to prepare for the delivery

· Ensure that arrangements are made for delivery in a unit which can provide appropriate care and early surgery 

It is possible that the data presented here will change with time, because some conditions detected antenatally may not be reported to CARIS until some time after the birth so may not be evident at the time of reporting.

Detection rates can be calculated in a number of ways. The simplest way is to count the number of cases of a certain condition detected at any time antenatally and divide by the total number of cases reported and multiply by 100 to obtain a percentage for antenatal detection.

In order to assess the effectiveness of the 18-20 week anomaly scan however, it is first necessary to determine those eligible for the scan. Early fetal losses, early scan diagnosis and those presenting late in pregnancy are excluded from the number of eligible women (the denominator), because the anomaly scan cannot be offered to these mothers. 

The detection rate at anomaly scan does not include cases where the diagnosis was first suspected after the ASW anomaly scan was completed.

The data is represented in the form of a flow chart for each anomaly, explaining how the detection rates were calculated.  Detection rates at any point in gestation are also shown at the bottom of each page.

Because anencephaly and encephalocele are lethal conditions and early detection is often possible at the dating scan (around 12 weeks gestation), it was thought better to give detection rates for any scan up to 21 weeks gestation, rather than concentrate on the 18-20 week anomaly scan for these anomalies.


Anencephaly  – Antenatal detection rate 2016-2018

ICD 10 code Q00*
Total number of cases of anencephaly reported to CARIS
42








Less number declining antenatal ultrasound scan
0






Less number of late bookers
1






Number eligible for scan*
41


Detection rate 
100.0%
(41 / 41)



Number detected on scan*
41






Number detected at later gestational age antenatally
1






Number first diagnosed at delivery
0





* Because this is a lethal condition and often seen on dating scan, the detection rate shown here relates to any ultrasound detection up to 21 week gestation 

Detection rate based on antenatal detection at any age of gestation = 100.0% (42/42)







Anencephaly: Antenatal detection rates 1998-2018 by three year moving average, antenatal detection up to 21 weeks gestation.




Anencephaly is a lethal condition. Detection rates are consistently around 100%.


Encephalocele – Antenatal detection rate 2016-2018

ICD 10 code Q01*
Total number of cases of encephalocele reported to CARIS
15









Less number declining antenatal ultrasound scan
0







Less number of late bookers
0





Number eligible for scan*
15


Detection rate 
93.3%
(14 /15)



Number detected on scan*
14






Number detected at later gestational age antenatally
0






Number first diagnosed postnatally 
0




*Because this can be a lethal condition and often seen on dating scan, the detection rate shown here relates to any                               ultrasound detection up to 21 week gestation.





Encephalocele: Antenatal detection rates 1998-2018 by three year moving average, antenatal detection up to 21 weeks gestation.



This is the rarest of the neural tube defects. On average there are approximately 7 cases per year in Wales. Antenatal detection is now consistently around 90%.


Spina Bifida – Antenatal detection rate 2016-2018, based on eligibility for 
18-20 week anomaly scan

ICD 10 code Q05*
Total number of cases of spina bifida reported to CARIS
67







Less number of early fetal losses
1





Less number diagnosed before 18 weeks gestation
10






Less number of late bookers or moved to Wales in pregnancy
4






Number eligible for anomaly scan
52




Detection rate on 18-20 week anomaly scan
88.5%
(46 / 52)


Number detected on 18-20 week anomaly scan
   46	






Number detected at later gestational age antenatally
5






Number first diagnosed at delivery
5



Spina Bifida: Antenatal detection rates 1998-2018 by three year rolling average, Detection rate based on antenatal detection at any age of gestation = 92.4% (61/66)

at the 18-20 week anomaly scan

 

Spina bifida is the commonest of the neural tube defects. On average there are 23 cases per year in Wales. Over the last 13 years detection rates have been consistently around 90%.



Hydrocephaly – Antenatal detection rate on 18-20 week anomaly scan 2016-2018

ICD 10 code Q03*
Total number of cases of hydrocephaly reported to CARIS
52








Less number of early fetal losses or early post-mortem
0






Less number diagnosed on scan before 18 weeks gestation 
8





Less number of late bookers
4





Number eligible for anomaly scan
40



Detection rate on 18-20 week anomaly scan
62.5%
(25 / 40)


Number detected on 18-20 week anomaly scan
   25






Number detected at later gestational age antenatally
11






Number first diagnosed postnatally or at PM
8



Hydrocephaly: Antenatal detection rate by three year rolling average 1998-2018, Detection rate based on antenatal detection at any age of gestation = 84.6% (44/52)

 based on eligibility for 18-20 week anomaly scan 





There are approximately 27 cases a year in Wales. Antenatal detection rates have fallen below 70% in recent years. This sometimes present as an evolving condition, which may not be seen at the time of the anomaly scan, and only detected later in pregnancy.



Severe cardiac anomalies  - Antenatal detection rate on 18-20 week anomaly scan 2016-2018   
ICD 10 codes Q20.0, Q20.3,Q20.4,Q21.2*,Q21.3,Q22.0, 
Q22.4,Q22.5,Q22.6,Q23.0,Q23.4,Q25.1*,Q26.2*

Total number of cases of severe cardiac anomalies reported to CARIS

286


286









Less number of early fetal losses or early post-mortem
1




Less number diagnosed before 18 weeks gestation 
9






Less number of late bookers
 (Including booked elsewhere)
9




Not booked 
3




Number eligible for anomaly scan
264



Detection rate on 18-20 week anomaly scan
65.9%
(174 / 264)


Number detected on 18-20 week anomaly scan
   174





Number detected at later gestational age antenatally
28






Detection rate based on antenatal detection at any age of gestation = 74.0% (211/285)
Number first diagnosed postnatally or at PM
74

Severe cardiac anomalies: Antenatal detection rate by three year rolling average 1998-2018, based on eligibility for 18-20 week anomaly scan 




There are approximately 90 cases of serious cardiac defects in Wales a year. CARIS has followed the EUROCAT classification in defining this group.  There has been a sustained rise in the antenatal detection of cardiac defects in Wales. Wales has the best cardiac detection rates in the UK. Over 60% of cases are now consistently diagnosed antenatally each year.

Fallot’s tetralogy– Antenatal detection rate on 18-20 week anomaly scan 2016-2018   

ICD 10 codes Q21.3
Total number of cases of Fallot’s tetralogy reported to CARIS
39









Less number diagnosed on scan before 18 weeks gestation 
2






Less number of late bookers
1




Number eligible for anomaly scan
36



Detection rate on 18-20 week anomaly scan
69.4%
(25 / 36)


Number detected on 18-20 week anomaly scan
   25	






Number detected at later gestational age antenatally
1





Number first diagnosed postnatally 
11








Detection rate based on antenatal detection at any age of gestation = 71.8% (28/39)


Fallot’s tetralogy: Antenatal detection rate by three year rolling average 1998-2018, based on eligibility for 18-20 week anomaly scan 

		

There are on average 13 cases year in Wales. Antenatal detection of this condition has markedly improved in recent years. Over 60% of cases are now detected.
	

Hypoplastic left heart syndrome (HLHS) – Antenatal detection rate on 18-20 week anomaly scan 2016-2018   

ICD 10 codes Q23.4
Total number of cases of HLHS reported to CARIS
25


	






Less number diagnosed on scan before 18 weeks gestation 
1






Less number of late bookers
0





Number eligible for anomaly scan
24


Detection rate on 18-20 week anomaly scan
95.8%
(23 /24)


Number detected on 18-20 week anomaly scan
 23






Number detected at later gestational age antenatally
1






Number first diagnosed postnatally 
0







Detection rate based on antenatal detection at any age of gestation = 100.0% (25/25)


Hypoplastic left heart syndrome: Antenatal detection rate by  three year rolling average 1998-2018,  based on eligibility for 18-20 week anomaly scan 




There are on average 8 cases per year in Wales. The Detection rate is now consistently around 100%.

Cleft lip  – Antenatal detection rate on 18-20 week anomaly scan,  2016-2018

ICD 10 codes Q36*, Q37*
Total number of cases of cleft lip reported to CARIS
112






									

Less number of early fetal losses and early post mortems
5





Less number diagnosed on scan before 18 weeks gestation 
5





Less number of late bookers
5




Not booked 
2




Number eligible for anomaly scan
94



Detection rate on 18-20 week anomaly scan
87.2%
(82 / 94)


Number detected on 18-20 week anomaly scan
82





Number detected at later gestational age antenatally
5







Number first diagnosed postnatally 
15

[bookmark: _GoBack]
Detection rate based on antenatal detection at any age of gestation = 87.6% (92/105)


Cleft lip: Antenatal detection rate by  three year rolling average 1998-2018 
 based on eligibility for 18-20 week anomaly scan 





There are on average 37 cases per year of cleft lip with or without cleft palate. The detection rate has markedly improved over the last 15 years. The detection rate is now consistently over 80%.
Bilateral renal agenesis – Antenatal detection rate on 18-20 week anomaly scan 
       2014-2018* based on eligibility for 18-20 week anomaly scan  
ICD 10 code Q60.1
Total number of cases of bilateral renal agenesis reported to CARIS
20









Less number of early fetal losses and early post mortems
3




Less number diagnosed or pregnancy ended before 18 weeks gestation 
5







Less number of late bookers
1




Number eligible for anomaly scan
11


Detection rate on 18-20 week anomaly scan
90.9%
(10 / 11)



Number detected on 18-20 week anomaly scan
   10




Number detected at later gestational age antenatally
1






Number first diagnosed postnatally or at PM
1





Detection rate based on antenatal detection at any age of gestation = 94.1% (16/17)
*Detection rate calculated as a five year moving average due to small numbers


Bilateral renal agenesis: Antenatal detection rate by five year rolling average 1998-2018 



Bilateral renal agenesis is a lethal condition. Because it is a rare condition, the detection rates have been calculated over a 5 year period. There are on average 4 cases per year in Wales.




Congenital diaphragmatic hernia (CDH) – Antenatal detection rate on 18-20 week anomaly scan 2016-2018
ICD 10 Code Q79.0*
Total number of cases of CDH reported to CARIS
29








Less number of early fetal losses or early post-mortem
1





Less number diagnosed on scan before 18 weeks gestation 
4





Less number of late bookers
1




Not booked 
0





Number eligible for anomaly scan
23



Detection rate on 18-20 week anomaly scan
78.3%
(18 / 23)

Number detected on 18-20 week anomaly scan
18 






Number detected at later gestational age antenatally
2






Congenital diaphragmatic hernia – Antenatal detection rate on 18-20 week anomaly scan 1998-2018, based on eligibility for 18-20 week anomaly scanNumber first diagnosed postnatally or at PM
3
Detection rate based on antenatal detection at any age of gestation = 85.7% (24/28)





Congenital diaphragmatic hernia is a serious and often lethal anomaly.  It is the more severe cases that are easier to detect on antenatal ultrasound. There are 9 cases per year in Wales on average. The fluctuation seen in the detection rate is in part due to small numbers. Generally detection has improved over the years and the rate is now over 70%.




Gastroschisis – Antenatal detection rate on 18-20 week anomaly scan, 2016-2018

ICD 10 code Q79.3  
Total number of cases of CDH reported to CARIS
38







Less number of early fetal losses or early post-mortem
1






Less number diagnosed on scan before 18 weeks gestation 
22






Less number of late bookers
(Including booked elsewhere)
2




Not booked 
0



Number eligible for anomaly scan
13



Detection rate on 18-20 week anomaly scan
84.6%
(11 / 13)


Number detected on 18-20 week anomaly scan
 11






Number detected at later gestational age antenatally
0





Number first diagnosed postnatally or at PM
2





Detection rate based on antenatal detection at any age of gestation = 89.2% (33/37)

Gastroschisis: Antenatal detection rate by  three year rolling average 1998-2018, 
 based on eligibility for 18-20 week anomaly scan 



There are now on average 12 cases a year in Wales. Numbers have dropped markedly in the last 5 years. The anomaly scan detection rate has declined too. This is in part due to smaller numbers, giving more fluctuation. Many cases are detected at the dating scan. Overall detection antenatally remains around 90%
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