
  

1 

 

[;;//   



  

2 

 

Epilepsy12  

National Clinical Audit of Seizures and Epilepsies for Children and Young People  
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The 16 OPEN UK Regional Paediatric Epilepsy Networks are named in the following table.  The 
abbreviated regional network names appear in the regional network results of both the clinical 
and organisational audits in this report.   

OPEN UK Regional Paediatric 
Epilepsy Network  

Regional Network full name  

BRPNF  Birmingham Regional  Paediatric Neurology Forum  

CEWT Children's Epilepsy Workstream in Trent  

EPEN Eastern Paediatric Epilepsy Network  

EPIC 
Mersey and North Wales network 'Epilepsy in Childhood' interest 

group  

NTPEN  North Thames Paediatric Epilepsy Network  

NWEIG  North West Children and Young People's E pilepsy Interest Group  

NI  Northern Ireland epilepsy services  

ORENG  Oxford Region Epilepsy Interest Group  

PENNEC  Paediatric Epilepsy Network for the North East and Cumbria  

SETPEG South East Thames Paediatric Epilepsy Group  

SPEN Scottish Paediatric Epil epsy Network  

SWEP South Wales Epilepsy Forum  

SWIPE South West Interest Group Paediatric Epilepsy  

SWTPEG South West Thames P aediatric Epilepsy Group  

TEN Trent Epilepsy Network  

WPNN  Wessex Paediatric Neurosciences Network  

YPEN Yorkshire Paediatric Neur ology Network  
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Appendix D:  Full Epilepsy12 clinical 
audit results for Round 3, Cohort 1  
 

Participation and case ascertainment  

Participation  
Table 47  provides a breakdown on Epilepsy12 Round 3 participation by Paediatric Epilepsy 
Networks and by countr y. 

¶ There are 149 registered Health Boards and Trusts in Round 3 of Epilepsy12 ,  
¶ 113 out of 149 (75.8%) Health Boards and Trusts submitted a record of the  first year of 

care clinical data for one or more children and young people in cohort 1.  
 
Table 47 : Participation in Round 3 of Epilepsy12.  

Country/network  
Number of registered Health 

Boards and Trusts  
Number of Health Boards and Trusts that 

have submitte d clinical audit data  

England & Wales  149 75.8% (113/149) 

England  143 76.2% (109/143)  

Wales  6 66.7% (4/6)  

    

BRPNF  15 73.3% (11/15) 

CEWT  6 100% (6/6)  

EPEN  15 66.7% (10/15)  

EPIC  9 100% (9/9)  

NTPEN  17 70.6% (12/17)  

NWEIG  13 84.6% (11/13) 

ORENG  7 100% (7/7)  

PENNEC  9 77.8% (7/9)  

SETPEG  11 45.5% (5/11) 

SWEP  5 60 .0 % (3/5)  

SWIPE  11 54.5% (6/11) 

SWTPEG  7 71.4% (5/7) 

TEN  6 100% (6/6)  

WPNN  9 77.8% (7/9)  

YPEN  9 88.9% (8/9)  



  

6 

 

Case ascertainment  
Table 48  shows between 5 th  July 2018 and 8 th  January 2020, a total of 10,649  children and young 

people were registered via an EEG service and a further 3,954  registered by the Health Boards 

and Trusts .  

¶ By download date (8 th  January 2020) 10,954 children and young people were verified for 
inclusion in Round 3 and beyond cohorts.  

¶ In addition to the registered children and young people, 1,280 childr en and young 
people were excluded at verification stage because they did not mee t the audit 
inclusion criteria , 

¶ 22 families ha d requested their children to be opted out of the audit post verification 
stage.  
 

Table 48 : Shows the flow of children and young p eople through the data capture system i.e. 
entry via EEG or Health Boards and Trusts through to inclusion in Round 3 cohorts.  

Country/network  
No. 

registered 
by EEG 

No. 
registered 
by  Health 

Boards and 
Trusts  

No. 
verified by 

Health 
Boards and 

Trusts  

No. not yet 
verified by 

Health 
Boards and 

Trusts  

No. opt out  
No. 

exc luded  

England &Wales  10649 3942  10954 3615 22 1280 

England  10228 3823  10542 3488  21 1177 

Wales  421 119 412 127 1 103 
       

BRPNF 919 299  967  251 0  154 

CEWT 828  125 743 206  4 60  

EPEN 774 273 648  399  0  144 

EPIC 98  455 508  44 1 68  

NTPEN  1602 219 1189 631 1 188 

NWEIG  728  296  773 251 0  124 

ORENG 1278 225 993  510 0  114 

PENNEC  536 434 841 129 0  35 

SETPEG 316 275 521 70  0  59 

SWEP 324 100 337 87 0  75 

SWIPE 887  288  936  231 8 105 

SWTPEG 457 350  658  142 7 35 

TEN 624 125 592  157 0  32 

WPNN  795 106 483 417 1 65 

YPEN 483 372 765 90  0  22 
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Table 49  (below ) shows a comparison of the details of the number of children and young people 
that were assessed as eligible for Round 2 and Round 3 audits. The total number of children and 
young people allocated to the cohort was higher in Round 3  (4684 ) than Round 2 ( 3350 ) in 
England and Wales combined.  

Of the 4684  children and young people who met the audit criteria in Round 3 and were verified 
and allocat ed to cohort 1, 70.8%  were successfully entered on the data capture system . The data 
completeness in Round 3 was lower ( 70.8% ) compared to Round 2 ( 91.7%).  

Table 49 : Number of children and young people registered as eligible for th e audit  

  Round 2  Round 3  

Description of eligi ble criteria  
England 

and Wales  
England  Wales  

England 
and Wales  

England  Wales  

Children registered (by EEG 
services and the HBTs)  

12973 12391 582  14591 14051 540  

Children excluded (did not 
meet audit inclusion criteria)  

8832  8479  353 1280 1177 103 

Children allocated to cohort  

(for Round 3 the data refers to 
only cohort 1)  

3350  3174 176 4684  4490  194 

Children allocated to cohort 
who had their first year of care 
data successfully entered on 
data capture system  

3072  2907  165 3318 3195 123 

Children allocated to cohort 
but their first year of care data 
was not successfully entered 
on data capture system  

272 261 11 1366 1295 71 

Data completeness  
91.7% 

(3072/3350)  
91.6% 

(2907/3174)  
93.8% 

(165/176)  
70.8% 

(3318/4684)  
71.1% 

(3195/4490)  
63.4 % 

(123/194) 
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 Health Board and  Trust ascertainment  
 

Figure 30  shows the proportion of children and young people who were registered and  verified 

on the data capture system by each of the Health Boards and Trusts by the download date (8 th  

January 2020 ). One quarter of the Health Boards and Trusts verified all the children and young 

people that were registered as eligible for the audit.  Unverified children and young people  

includes children who may be allocated to cohort 1, 2 or 3 at verif ication stage , or who may be 

excluded.  

 

Figure 30: Percentage of children and young people verified by Health Boards and Trusts in 
Round 3.  

Each Health Board and  Trust is represented by a vertical bar in the order of the percentage 

score, including those scoring 0% . 
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Health Board  and  Trust data completeness  
 

Figure 31 shows the proportion of children and young people allocated to Round 3 , cohort 1 , 

that had their first year of care form submitted and locked on the data capture system , by each 

of the Health Boards and Trusts by the download date (8 th  January 2020).  Nationally nearly half 

of the registered Health Board or Trust submitted and locked th e first year of care form for all 

the children allocated to cohort 1 in Round 3.  

 

 

Figure 31:  The percentage of childre n and young people within cohort 1 with their first year of 
care form submitted and locked.  

Each Health Board and  Trust is represented by a vertical bar in the order of the percentage 

score, including those scoring 0% . 
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Description of cohort  1 

 
Age and sex  
 

Figure 32 shows the number of children and young people in cohort 1 by their age at the time of 

their first paediatric assessment. The c hildren and young people Ħu"cigu"ctg given in whole years, 

giving their age at their last birthday.  The largest age gr oups in coh ort 1 were younger children; 

infants below one year of age, and children aged one or two years old. The number of  children 

and young people  in cohort 1 is highest in infancy and decreases among older year groups, in 

particular for young people a ged 16 or 1 7.  This is likely to reflect some of the older young people 

in our cohort age range being assessed within adult services.  There were more boys than girls 

in each year group until age 14.  

Figure 32:  Numbers of children and young people inclu ded in cohort 1 by age in years at first 
paediatric as sessment and gender. ( This figure excludes 6 children with unknown gender ). 
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Figure 33 shows the number of children and young people in cohort 1 who were less than two 

years of age at first paediatric assessment. This is broken down by age in months and gender.  

The most common time for children below  two years of age to have a first paedia tric 

assessment was in either their first month of life (81) or at seven - months old (59).  

 

Figure 33: Numbers of c hildren and young people included in cohort 1 by age in months at first 
paediatric assessment and gender.  (This figure excludes 3 children with unknown gender ). 

 

Table 50  shows the proportion of children and young people in different age groups, by 
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Table 50 : Number of children and young people in cohort 1 by country, network and age -
group.  

Country/network  % <2 years  % 2 -  4 years  % 5 -  11 years % >=12 years  

England & Wales 
(N=3318)  25.9% (858/3318)  21.8% (723/3318)  32.7% (1086/33 18) 19.6% (651/3318) 

England (N=3195)  26% (832/3195)  21.6% (690/3195)  32.7% (1046/3195)  19.6% (627/3195)  

Wales (N=123)  21.1% (26/123) 26.8% (33/123)  32.5% (40/123)  19.5% (24/123) 

        
BRPNF  (N=248)  23.8% (59/248)  17.7% (44/248)  33.5% (83/248)  25.0% (62/248)  

CEWT  (N=281)  27.4% (77/281)  16.7% (47/281) 35.2% (99/281)  20.6% (58/281)  

EPEN  (N=210)  23.8% (50/210)  23.3% (49/210)  38.1% (80/210)  14.8% (31/210) 

EPIC  (N=207)  24.2% (50/207)  28.5% (59/207)  32.4% (67/207)  15.0% (31/207)  

NTPEN  (N=298)  27.9% (83/298)  18.1% (54/298)  35.6% (106/298)  18.5% (55/298)  

NWEIG  (N=222)  25.2% (56/222)  21.6% (48/222)  36.0 % (80/222)  17.1% (38/222) 

ORENG  (N=299)  22.4% (67/299)  20.7% (62/299)  35.1% (105/299)  21.7% (65/299)  

PENNEC  (N=237)  27.4% (65/237)  25.3% (60/237)  29.1% (69/237)  18.1% (43/237) 

SETPEG  (N=52)  30.8% (16/52)  17.3% (9/52)  23.1% (12/52) 28.8% (15/52)  

SWEP  (N=112) 21.4% (24/112) 26.8% (30/112)  30.4% (34/112) 21.4% (24/112) 

SWIPE  (N=272)  26.1% (71/272) 27.2% (74/272)  26.8% (73/272)  19.9% (54/272)  

SWTPEG  (N=186)  29.0 % (54/186)  19.9% (37/186)  31.7% (59/186) 19.4% (36/186)  

TEN  (N=222)  28.8% (64/222)  23.0 % (51/222)  29.7% (66/222)  18.5% (41/222) 

WPNN  (N=152)  28.9% (44/152)  24.3% (37/152)  30.3% (46/152)  16.4% (25/152) 

YPEN  (N=320)  24.4% (78/320)  19.4% (62/320)  33.4% (107/320)  22.8% (73/320)  
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Table 5 1 (below ) shows the median age of children included in Round 3 , cohort 1 , was 5 years  

old . 45.1% of the children were female. There are no clear differences in demographics between 

England and Wales. The  sample window for Round 1, Round 2 and Round 3 , cohort 1, was; 6 

months, 4 months and 4.5 months respectively , hence the difference in cohort sizes.  

Table 5 1: Demographic characteristics of children included in Round 1, 2 and 3 of Epilepsy12.  

  

Median age  Round 1  Round 2  Round 3  

  UK England  Wales  UK England  Wales  UK England  Wales  

N 4310 4085  225 3072  2907  165 3318 3195 123 

% Female  
46.0 % 46.0 % 49.0 % 45.0 % 45.0 % 45.0 % 45.1% 45.0% 48.0% 

Median age (years)  + 6.4 7.5 + 5.3 5.9 5.4 5.4 5.3 

25th centile (y ears)  + 2.2 3.1 + 2 2.5 1.8 1.8 2.3 

75thcentile (years)  + 10.7 12.1 + 10.2 10.3 10.6 10.6 10.7 

Infants  
(1 month to < 2 years)  

22.7% 23.0% 18.0% 24.7% 25.0% 21.0% 25.9% 26.0% 21.1% 

Pre - school  
(2- 4 years)  

19.8% 20.0%  17.0% 23.8% 24.0% 21.0% 21.8% 21.6% 26.8% 

School (5 - 11 years) 37.1% 37.0% 39.0% 34.3% 34.0% 39.0% 32.7% 32.7% 32.5% 

Young people  
(12- 15 years)  

19.3% 19.0% 25.0% 17.1% 17.0% 19.0% 17.7% 17.7% 17.1% 

+ UK median and centile values were not available for comparison for this metric  

Figure 34 shows the overall proportions of the children by age  groups are similar in Round 1, 
Round 2 and Round 3.  

 

Figure 34: Comparison of the proportion of children and young people by age group in Round 
1, Round 2 and Round 3.  
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Deprivation  

Table 52  shows the bre akdown of children and young people in Epilepsy12 cohort 1 by 

deprivation quintile. This was derived by matching home postcodes to the English (IMD, 2019)  

and Welsh (WIMD, 2019) indices of multiple  deprivation data. A small proportion 32 (1.0%) of 

children  and young people could not be allocated to a deprivation quintile , because their 

postcodes had no matching lower super output area (LSOA) in the deprivation datasets.  Over 

half of the children and young people in cohort 1 lived in neighbourh oods that are among the 

most deprived areas of England and Wales , (50.2%  in the top two most deprived quintiles).  

Table 52: Percentage and number of children and young people in cohort 1 by  deprivation by 
country and  network.  

Country/network  Most deprived  
Second most 

de prived  
Third least 
deprived  

Second least 
deprived  Least deprived  

England &Wales 
(N=3286)  

28.2% (926/3286)  22% (724/3286)  18.8% (619/3286)  17.3% (567/3286)  13.7% (450/3286)  

England (N=3166)  28.2% (892/3166)  22.0% (698/3166)  18.7% (591/3166) 17.2% (545/3166) 13.9% (440/3166)  

Wales (N=120)  28.3% (34/120)  21.7% (26/120)  23.3% (28/120)  18.3% (22/120)  8.3% (10/120)  

      

BRPNF  (N=247)  37.7% (93/247)  18.6% (46/247)  17.4% (43/247)  15.4% (38/247)  10.9% (27/247)  

CEWT  (N=281)  27.8% (78/281)  22.1% (62/281)  18.9% (53/281)  17.1% (48/281) 14.2% (40/281)  

EPEN  (N=209)  15.3% (32/209)  15.8% (33/209)  25.4% (53/209)  24.9% (52/209)  18.7% (39/209)  

EPIC  (N=203)  43.3% (88/203)  17.2% (35/203)  16.7% (34/203)  16.3% (33/203)  6.4% (13/203)  

NTPEN  (N=295)  25.4% (75/295)  31.9% (94/295)  19.7% (58/295)  13.2% (39/295)  9.8% (29/295)  

NWEIG  (N=221)  48.4% (107/221)  20.8% (46/221)  10.9% (24/221)  12.7% (28/221) 7.2% (16/221) 

ORENG  (N=292)  15.1% (44/292) 16.8% (49/292)  16.1% (47/292) 27.1% (79/292)  25% (73/292)  

PENNEC  (N=234)  44.4% (104/234)  24.4% (57/234)  11.5% (27/234) 13.2% (31/234) 6.4% (15/234)  

SETPEG  (N=52)  19.2% (10/52)  34.6% (18/52)  21.2% (11/52) 17.3% (9/52)  7.7% (4/52)  

SWEP  (N=109)  30.3% (33/109)  22.0% (24/109)  23.9% (26/109)  16.5% (18/109) 7.3% (8/109)  

SWIPE  (N=271)  12.9% (35/271) 26.6% (72/271)  30.3% (82/271)  17.3% (47/271) 12.9% (35/271) 

SWTPEG  (N=184) 1.1% (2/184) 19.6% (36/184)  15.8% (29/184)  25% (46/184)  38.6% (71/184)  

TEN  (N=221) 42.1% (93/221) 25.3% (56/221)  15.8% (35/221) 8.6% (19/221)  8.1% (18/221) 

WPNN   (N=151) 10.6% (16/151) 21.9% (33/151) 33.1% (50/151) 17.9% (27/151) 16.6% (25/151) 

YPEN  (N=316)  36.7% (116/316) 19.9% (63/316)  14.9% (47/316) 16.8% (53/316)  11.7% (37/316)  
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Figure 35  shows that the proportion of children and young people in cohort 1  living in the most 

deprived quintiles was significantly higher than the proportion living in the least deprived 

quintiles of England and Wales.  

Figure 36  shows the deprivation indices for children an f"{qwpi"rgqrngĦu"jqog"cfftguugu"hqt"

each of the regiona l paediatric epilepsy networks. This shows that there are considerable 

differences between networks, and also variation from the overall picture for England and Wales.  

 

 

Figure 35 : Percentage of chil dren and young people in cohort 1 by deprivation quinti le in 
England and Wales combined.  
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Figure 36  shows a comparison of the proportion of children and young people by deprivation 

quintile and by country/network.  

 

Figure 36 :  Percentage of children and young people in cohort 1 by deprivation by 
country/netw ork . 
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Diagnostic status  

Prior experience of seizures  
Table 53  shows 2.7% (91/3318)  of children and young people in Round 3 , cohort 1 , had prior 

experience of neonatal seizures .  

8.4% (279/3318)  had prior experience of febrile seizures . 6.2% (205/3318)  had p rior experience of 

acute symptomatic seizures. Most children and young people  did not have any prior experience 

of neonatal, febrile or acute symptomatic seizures , (Figur e 38 ). 

Table 53: Prior experience of seizures in children and young people in cohort 1  in England and 
Wales.  

  

Description of neonatal seizures  

 

% with prior 
seizures  

 

% without prior 
seizures  

 

% Uncertain about 
prior seizures  

Neonatal seizure(s)  2.7% (91/3318)  85.3% (2831/3318)  11.9% (396/3318) 

Febrile seizure(s)  8.4% (279/3318)  80.6% ( 2674/3318)  11.0 % (365/3318)  

Acute symptomatic seizure (s)  6.2% (205/3318)  83.4% (2767/3318)  10.4% (346/3318)  
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Figure 37 : Percentage of children and young with/without prior experience of seizures . 

Table 54  shows the diagnostic status of children and you ng people in cohort 1 in the first year of 

care. In England and Wales combined, 32.3% (1073/3318 ), children and young people  were 

diagnosed with epilepsy because they had  two  or more epileptic episodes more t han 24 hours 

apart. 1.2% (39/3318)  of children a nd young people were diagnosed with epilepsy for other 

reasons.  Th is means , in total, 33.5% (1112) of children  were dia gnosed with epilepsy in cohort 1 . 

 

For children and young people who had recorded seizure episodes, but were not diagnosed 

with ep ilepsy , there were : 

¶ 38.4% (1275/3318)  who had non - epileptic episodes only , 

¶ 3.2% (107/3318)  who had a single epileptic episode ,  

¶ 1.4% (46/3318)  who had a cluster of epileptic episodes within 24 hours ,  

¶ For 23.4% (778/3318)  children and young people , there was unc ertainty whether the 

episodes were epileptic or not . 

 

Figure 38  shows the percentages of children and young people in cohort  1 by diagnostic status 

in England and Wales.  
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Table 54: Diagnostic status at first year of care by country a nd network . 

 

Country/ ne twork  

 

Epilepsy: 2 or 
more epileptic 
episodes more 
than 24 hours 

apart  

 

Epilepsy: 
other reason  

 

Not epilepsy: 
single epileptic 

episode  

 

Not epilepsy: 
cluster of 
epileptic 

episodes within 
24 hours  

 

Non - epileptic 
episode (s)  

 

Uncertain 
episodes  

England & Wa les 
(N=3318)  32.3% (1073/3318)  1.2% (39/3318) 3.2% (107/3318)  1.4% (46/3318) 38.4% (1275/3318)  23.4% (778/3318)  

England (N=3195)  31.7% (1013/3195) 1.2% (38/3195) 3.3% (105/3195)  1.4% (46/3195) 39.1% (1248/3195) 23.3% (745/3195)  

Wales (N=123)  48.8% (60/12 3) * * 0 .0% (0/123)  22.0% (27/123)  26.8% (33/123)  

              

BRPNF (N=248)  36.3% (90/248)  * 2.4% (6/248)  * 36.3% (90/248)  22.6% (56/248)  

CEWT  (N=281)  32.4% (91/281) * 4.3% (12/281) * 42.7% (120/281)  16.4% (46/281)  

EPEN  (N=210)  30.5% (64/210)  5.2% (11/210) * * 24.3% (51/210) 35.7% (75/210)  

EPIC  (N=207)  53.1% (110/207) * 2.4.0% (5/207)  * 28.5% (59/207)  14.5% (30/207)  

NTPEN  (N=298)  32.2% (96/298)  * 4.4% (13/298)  * 31.2% (93/298)  30.2% (90/298)  

NWEIG  (N=222)  30.2% (67/222)  * 4.1% (9/222)  * 41.9% (93/222)  23.4% (52/222)  

ORENG (N=299)  29.1% (87/299)  * 4.0% (12/299)  * 37.8% (113/299)  25.8% (77/299)  

PENNEC (N=237)  26.6% (63/237)  * 2.5% (6/237)  * 43% (102/237)  25.7% (61/237)  

SETPEG  (N=52)  36.5% (19/52)  * 0 .0% (0/52)  * 19.2% (10/52)  34.6% (18/52)  

SWEP  (N=112) 44.6% (50/112)  * * 0 .0% (0/112) 24.1% (27/112) 28.6% (32/112) 

SWIPE  (N=272)  26.1% (71/272) * 1.8% (5/272)  * 50.4% (137/272)  20.6% (56/272)  

SWTPEG  (N=186)  34.4% (64/186)  * 5.9% (11/186) * 45.2% (84/186)  12.4% (23/186) 

TEN  (N=222)  23.4% (52/222)  * 2.7% (6/222)  * 47.3% (105/222)  24.8% (55/222)  

WPNN  ( N=152) 26.3% (40/152)  * * * 44.1% (67/152) 25.0% (38/152)  

YPEN  (N=320)  34.1% (109/320)  * 3.1% (10/320)  * 38.8% (124/320)  21.6% (69/320)  

* In accordance with information governance rules, dat a based on a number less than five has been masked  
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Figure 38 : Percentage of children and young people in Cohort 1 by diagnostic status at first 
year of care, in England and Wales.  
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Table 55  shows the diagnostic status of children and young people  in coh ort 1 in the first 

paediatric assessment. The number of children where there remains uncertainty as to whether 

the episodes were epileptic or not , reduced from 35.8% (1172) in the first paediatric assessment , 

to 23.4% (778) in t he first year of care , (Figu re 39 ). 

Table 55: Diagnostic status at first paediatric assessment by country and network.  

Country/ network  

Epilepsy:  
2 or more 
epileptic 

episodes more 
than 24 hours 

apart  

Epilepsy: 
other reason  

Not epilepsy: 
single epileptic 

episode  

Not epilepsy: 
cluster of 
epileptic 
episodes 
within 24 

hours  

Non - epileptic 
episode (s)  

Uncertain 
episodes  

England &Wales 
(N=3318)  

29.9% (992/3318)  1.5% (49/3318)  4.2% (141/3318) 1.8% (61/3318) 27.2% (903/3318)  35.3% (1172/3318) 

England (N=3195)  29.2% (932/3195)  1.5% (48/3195) 4.3% (137/3195) 1.9% (61/3195) 27.4% (877/3195)  35.7% (1140/3195) 

Wales (N=123)  48.8% (60/123)  * * 0 .0% (0/123)  21.1% (26/123) 26.0% (32/123)  

       

BRPNF  (N=248)  31.9% (79/248)  * 4.8% (12/248)  * 28.6% (71/248)  29.8% (74/248)  

CEWT  (N=281)  25.6% (72/2 81) * * 3.6% (10/281)  29.9% (84/281)  37.7% (106/281)  

EPEN  (N=210)  32.4% (68/210)  5.2% (11/210) * * 24.8% (52/210)  33.3% (70/210)  

EPIC  (N=207)  49.8% (103/207)  * 2.9% (6/207)  * 16.4% (34/207)  27.5% (57/207)  

NTPEN  ( N=298)  29.5% (88/298)  * 7.4% (22/298)  * 22.8% (68/298)  38.3% (114/298)  

NWEIG  (N=222)  23.9% (53/222)  * * * 23% (51/222)  49.1% (109/222)  

ORENG  (N=299)  26.4% (79/299)  2.0% (6/299)  7.4% (22/299)  2.0% (6/299)  32.4% (97/299)  29.8% (89/299)  

PENNEC  ( N=237)  26.2% (62/237)  * 3.8% (9/237)  * 27.8% (66/237)  40.1% (95/237)  

SETPEG  (N=52)  36.5% (19/52)  * * * 11.5% (6/52) 40.4% (21/52)  

SWEP  (N=112) 45.5% (51/112) * * 0 .0% (0/112) 23.2% (26/112) 27.7% (31/112) 

SWIPE  (N=272)  25.7% (70/272)  * 1.8% (5/272)  * 34.2% (93/272)  36.8% (100/272)  

SWTPEG (N=186) 32.3% (60/186)  * 10.2% (19/186) * 30.6% (57/186)  25.3% (47/186)  

TEN  (N=222)  25.2% (56/222)  * 5.0% (11/222) * 36.5% (81/222)  28.8% (64/222)  

WPNN  (N=152)  27.6% (42/152)  * 4.6% (7/152)  * 36.2% (55/152)  29.6% (45/152)  

YPEN (N=320)  
 
 

28.1% (90/320)  * * 2.8% (9/320)  19.4% (62/320)  46.9% (150/320)  

* In accordance with information governance rules, data based on a number less than five has been masked  
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Figure 39 : Percentage of children and young people by diagnostic status in first paediatric 
assessment an d first year of care in England and Wales , in Round 3.  
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Figure 40  shows the proportion of children that had uncertain episodes at 12 months and after 

the first paediatric assessment. There w as a higher proportion of children and young people  

with no n- epileptic episode(s) at first paediatric assessment ( 27.2%), compared to Round 1 and 

Round 2 ( 18.0% and 15.0 % respectively).  

There were  a higher proportion of children and young people who had episodes that were 

considered uncertain after the fi rst year  of care in Round 3 ( 23.4%), compared to Round 1 and 

Round 2 ( 14.0% and 9.0%  respectively).  

The proportion of children and young people diagnosed with epilepsy in the 12 months after 

their first paediatric assessment is comparable in across Round 1, Round  2 and Round 3 ( 36.0 %, 

35.0 % and 33.5% respectively).  

 

Figu re 40 : Diagnosis at first assessment and one year after first assessment in Round 1, Round 
2, Round 3.  
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Non - epileptic episodes  
Table 56  shows a description of the non - epileptic episodes recorded for children in cohort 1.  

Table 56: Description of non - epileptic episodes in children in cohort 1 at one year after first 
assessment in England and Wales . 

Description of n on - epileptic ep isodes  
 

No. of children and young 
people in cohort 1  

% of total sample  

Syncope and Anoxic Seizures  215 6.5% 

Behavioural, Psychological and 
Psychiatric Disorders  

541 16.3% 

Sleep Related Conditions  77 2.3% 

Paroxysmal Movement Disorders  103 3.1% 

Migraine Associated Disorders  22 0.7% 

Miscellaneous Events  71 2.1% 

Other  535 16.1% 

 

 

Figure  41: Percentage of children and young people by description of non - epileptic episode  
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Initial referral and examination  

Referring service to first paediatric assessment  
Table 57  shows the service from which a referral was made for a  first pa ediatric assessment  for 

children and young people who were diagnosed with epilepsy by the end of the first year of 

care.  In England and Wales, 39.6% (440/ 1112)  children and young people  were referred by the 

emergency department (ED). 36.0 % (400/1112)  had  a referral from the general practitioner (GP).   

Figure 42  shows the percentage of referrals received from different services in England and 

Wales.  

Table 57: Referring service to first paediatric assessment by country . 

Country  % ED % GP 
% Health 

Visitor  

% 
Outpatient 
paediatrics  

% Inpatient 
paediatrics  

% PICU 
% 

Neonatal 
care  

% Other  

England and 
wales (N=1112)  

39.6% 
(440/1112) 

36.0 % 
(400/1112) 

0.1% 
(1/1112) 

7.8% 
(87/1112) 

12.2% 
(136/1112) 

0.2% 
(2/1112) 

1.4% 
(16/1112) 

2.7% 
(30/1112) 

England (N=1051)  39.5% 
(415/1051) 

35.5% 
(373/1051)  

0.1% 
(1/1051) 

8.2% 
(86/1051)  

12.3% 
(129/1051) 

0.2% 
(2/1051)  

1.4% 
(15/1051) 

2.9% 
(30/1051)  

Wales (N=61)  41.0 % 
(25/61)  

44.3% 
(27/61)  

0 .0 % 
(0/61)  

1.6% 
(1/61) 

11.5% 
(7/61)  

0 .0 % 
(0/61)  

1.6% 
(1/61) 

0 .0 % 
(0/61)  

 

 

Figure 42 : Referring  service to first paediatric assessment in England and Wales.  
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Time since first referral to first paediatric assessment  
71.2% (792/1112) of children and young people diagnosed with epilepsy had a valid date entered 

describing referral to first paediatric assessment.  

14.4% (160/1112) of the children and young people diagnosed with epilepsy had not received 

input from a paediatrician with expertise in epilepsies.  

11.0% (122/1112) of the children diagnosed with epilepsy had a date of referral to first paediat ric 

assessme nt recorded as unknown.  

3.4% (38/1112)  had an invalid date of referral to first paediatric assessment (date of referral to 

first paediatric assessment was recorded as occurring after the date input from a paediatrician 

with expertise in epileps y was achiev ed and therefore interpreted as invalid).  

NICE guidelines (Quality statement 1) state that children and young people presenting with a 

suspected seizure are seen by a specialist in the diagnosis and management of the epilepsies 

within 2 weeks o f presentati on.  

In Round 3, cohort 1, 15.5% (172/1112) children and young people diagnosed with epilepsy were 

seen by a paediatrician with expertise in epilepsy within 2 weeks of first referral in England and 

Wales ( Table 58 ).  

Table 58: Time in weeks to achieving input from paediatrician with expertise in epilepsy since 
the first referral to paediatrics by country.  

Country  0 -  2 weeks  2 -  4 weeks  4 -  8 weeks  8-  12 weeks  12 -  16 weeks  >16 weeks  

England 
and 
Wales 
(N=1112) 

15.5% (172/1112) 7.8% (87/1112) 16.3% (181/1112) 9.4% (105/1112) 6.7% (75/1112) 15.5% (172/1112) 

England 
(N=1051) 

16.0 % (168/1051) 7.9% (83/1051)  16.4% (172/1051) 9.0% (95 /1051) 6.6% (69 /1051) 15.2% (160/1051) 

Wales 
(N=61) 

6.6% (4/61)  6.6 % (4/61)  14.8% (9/61)  4.9% (3/61)  9.8% (6/61)  19.7% (12/61) 

Only the children with valid date of referral were included in this table. The refore,  the  percentages do not 
add up to 100%.  
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Age at first paediatric assessment  
Figure 43  shows the number of children and young people diagnosed with epilepsy by their 

age and gender at the time of their first paediatric assessment.  

The largest age group was younger children; infants below one years of age.  

 

Figure 43 : Numbers of children an d young people diagnosed with epilepsy by age in years at 
first paediatric  assessment and gender in England and Wales.  (This figure excludes 2 children 
with unknown gender ). 
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Setting of the first paediatric assessment  
In England and Wales, 47.7% (530/1112 ) of children and young people diagnosed with epilepsy 

had their first pa ediatric assessment in an acute setting.  

52.1% (579/1112) had their  first paediatric assessment s in a non - acute setting , (Table 59 ).  

Figure 44  shows a comparison of the setting of first paediatric assessment in Round 1, Round 2 

and Round 3 , cohort 1 , in England and Wales.  

Table 59: Setting of the first paediatric assessment by country.  

Country  % Acute  % Non - acute  % Don't know  

England and Wales (N=1112) 47.7% (530/1112) 52.1% (579/1112) 0.3% (3/1112) 

England (N=1051)  48.0 % (504/1051)  51.8% (544/1051) 0.3% (3/1051) 

Wales (N=61)  42.6% (26/61)  57.4% (35/61)  0 .0 % (0/61)  

 

 

Figure 44 : Setting of first paediatric assessment in Round 1, Round 2 and Round 3 in England 
and Wales.  

 

 

43.2%

56.8%

0.0%

44.8%

54.3%

0.9%

47.7%
52.1%

0.3%
0%

10%

20%

30%

40%

50%

60%

Acute Non-acute Don't know%
 o

f c
hi

ld
re

n 
an

d 
yo

un
g 

pe
op

le
 d

ia
gn

os
ed

 w
ith

 
ep

ile
ps

y

Setting of first paediatric asssessment

Round 1 Round 2



  

29 

 

Appropriate first assessment  

Performance indicator 4: Appropriate first paediatr ic 

assessment  

In Round 3 , cohort 1, 61.6% (685/1112) of children and young people diagnosed with epilepsy 

had appropriate first paediatric assessment , (Table 60 ).  This indicator ranged from 0% to 100% 

and had an interquartile range of 43 .0 % to 81.0 %.  In previous rounds , this performance 

indicator was applied to the whole cohort , rather than just the epilepsy subgroup , therefore 

longitudinal comparison is not meaningful.  

Table 60: Appropriate first paediatric assessment.  

  
 

Evidence of an appropriate asses sment  

 

Audit 

Rounds  

 

England and 

Wales  

 

England  

 

Wales  

4 % of all children and young people with 
evidence of appropriate first paediatric 
clinical assessment  

Round 3  61.6% (685/1112) 60 .1% (632/1051)  86.9% (53/61)  

4a % of children and young people with 
evidence of descriptions of episode  Round 3  98 .4% (1094/1112) 98 .3% (1033/1051) 100% (61/61) 

4b  % of children and young people with 
evidence of descriptions of age of 
child/timing of the first episode  

Round 3  81.0 % (901/1112) 80.5 % (846/1051)  90 .2% (55/61)  

4c % of children and young people with 
evidence of descriptions of frequency  Round 3  93.5% (1040/1112) 93.1% (979/1051)  100% (61/61) 

4d  % of children and young people with 
evidence of descriptions of general 
examination  

Round 3  94.2% (1048/1112) 93.9% (987/1051)  100% (61/61) 

4e % of children and young people with 
evidence of descriptions of neurological 
examination  

Round 3  91.5% (1018/1112) 91.2% (959/1051)  96.7% (59/61)  

4f  % of children and young people with 

evidence of description of developmental, 

learning or schooling progress  

Round 3  82.6% (918/1112) 81.5% (857/1051)  100% (61/61) 

4g  % of children aged 3 years and over with 

evidence of consideration of emotional or 

behavioural problems  

Round 3  66 .0 % (734/1112) 64.7% (680/1051)  88.5% (54/61)  
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Fig ure 45 : Appropriate first paediatric assessment by unit, Round 3 , cohort 1  

 

Each Health Board or Trust is represented by a vertical bar in the order of the percentage score, 
including those scoring 0% in this graph . 
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Description of episodes  

Seizure type  
Table 62  shows 91.0 % (1012/1112) of the children and young people diagnosed with epilepsy in 

England and Wales at 1 year, had an epileptic seizure defined.  Some children had more than 

one seizure type identified.  

In the children with epilepsy , there were  also episodes where there was un certainty whether 

the seizures were epileptic or not for 14.7% (164/1112), and 0.9% (10/1112)  where there were non -

epileptic seizures identified , (Table 62 ). 28  children and young people diagnosed with epilepsy 

had more tha n three seizures by year one in England and Wales , (Table 61 ). 

Table 61: Number of seizures in children diagnosed with epilepsy  

Country  1 seizure  2 seizures  3 seizures  More than 3 
seizures  

 

England and Wales  

 

908  

 

137 

 

39 

 

28 

 

Table 62: Seizure type   

Country  % with epileptic 
seizures  

% with non - epileptic 
seizures  

% with uncertain 
seizures  

 

England and Wales 
(N=1112) 

 

91.0 % (1012/1112) 

 

0.9% (10/1112) 

 

14.7% (164/1112) 
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Epileptic seizure type  
20  children and young people diagnosed with epilepsy had mo re than three epileptic seizures 

by year one in England and Wales ( Table 63 ). 

Table 63: Epileptic seizure type  

Country  1 epileptic seizure  2 epileptic seizures  3 epileptic 
seizures  

More than 3 
epileptic 
seizures  

  

England and Wales  866  99  27 20  

 

Figure 46  shows that in England and Wales , in their first year of care , children and young 

people diagnosed with epilepsy:  

¶ 504  (45.3%)  had generalised onset epileptic seizures , 

¶ 370  (33.3%)  had focal onset epileptic seizures , 

¶ 126 (11.3%) had unknown onset epilepti c seizures , 

¶ 39 (3.5%) had unclassified epileptic seizures.  

 
Figure 46: Percentage of children diagnosed with epilepsy by epileptic seizure type in England 
and Wales.  

Focal onset 370  (33.3%) 

Generalised onset 504  (45.3%) 

Unknown onset 126 (11.3%)  

Unclassified 39  (3.5%) 
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Focal onset  
Table 64  shows the proportion of children and young people diagnosed wit h epilepsy who had 

focal onset seizures during their first year of care in England and Wales. There were 174 (15.6%) 

children and young people who had impaired awareness focal onset seizures , (Table 64 ), which 

was the most common characteristic where a foc al onset seizure was recorded.  

Table 64: Percentage of children and young people diagnosed with epilepsy who had focal 
onset seizures in England and Wales.  

* In accordance with information governance rules, data based on a number less than five has be en masked  

Focal Onset seizures  Round 3 cohort  1 (N=1112) 

Impaired awareness  174 (15.6%) 

Focal to bilateral tonic - clonic  91 (8.2%) 

Left  78 (7.0%)  

Clonic  66 (5.9%) 

Right  64 (5.8%) 

Tonic  56 (5.0%)  

Centro - temporal  51 (4.6%) 

Temporal  40 (3.6%)  

Behaviour arrest  35 (3.1%) 

Automatisms  33 (3.0%) 

Frontal  22 (2.0%)  

Sensory  18 (1.6%) 

Other  12 (1.1%) 

Autonomic  11 (1.0%) 

Occipital  10 (0.9%) 

Atonic  7 (0.6%) 

Epileptic spasms  5 (0.4%) 

Emotional  5 (0.4%) 

Parietal  * 

Gelastic  * 

Myoclonic  * 

Cognitive  * 

Hyperkinetic  * 
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Out of the 370 children and young people diagnosed with epilepsy with focal onset seizures, 

47% had impaired awareness seizures in England and Wales , (Figur e 47 ). 

 

 

Figure 47: Percentage of children and young people diagnosed with epilepsy who h ad focal 
onset seizures in England and Wales.  

Parietal, Gelastic, Myoclonic, Cognitive, Hyperkinetic are n ot shown  as there were fewer than 

five  children and young people were recorded for each  of these foc al onset seizures.  
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Generalised onset  
258 (23.2%)  of children and young people diagnosed with epilepsy had generalised onset tonic -

clonic  seizures in England and Wales , (Table 65 ). 

Table 65: Percentage of children and young people diagnosed with epilepsy who had 
generalised onset seizures in England and Wales.  

General Onset Seizures  Round 3 cohort 1 (N=1112)  

Tonic - clonic  258 (23.2%)  

Typical absence  138 (12.4%) 

Atypical absence  46 (4.1%) 

Tonic  24 (2.2%) 

Epileptic spasms  14 (1.3%) 

Atonic  12 (1.1%) 

Myoclonic  11 (1.0%) 

Absence with eyelid myoclonia  10 (0.9%) 

Myoclonic - atonic  9 (0.8%)  

Other  8 (0.7%) 

Clonic  * 

Myoclonic - tonic - clonic  * 

* In accordance with information governance rules, data based on a number less than five has been masked  
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Out of the 504  children and young people diagnosed with epi lepsy with generalised onset 

seizures, 51.2%, had tonic - clonic seizures in England and Wales , (Figure 48 ). 

 

Figure 48: Percentage of children and young people diagnosed with epilepsy who had 
generalised onset  seizures in England and Wales. ( Clonic and Myo clonic - tonic - clonic are not 
shown as there wer e fewer than five  children and young people in each ). 

 

Unknown onset  
85 (7.6%)  of children and young people diagnosed with epilepsy had unknown onset seizures in 

England and Wales , (Table 66 ). 
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Out of the  126 children and young people diagnosed with epilepsy with unknown onset 

seizures, 67.5% had tonic - clonic seizures in England and Wales , (Figure 49 ). 

 

 
Figure 49: Percentage of children and young people diagnosed with epilepsy that had unknow n 
onset seizures in England and Wales.  

 

Non - epileptic seizure type  
There were 10 children and young people diagnosed with epilepsy who had non - epileptic 

seizures. 6 (0.5%)  of th e children and young people diagnosed with epilepsy had non - epileptic 

seizures and behavioural, psychological or psychiatric disorders.  
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Electroclinical syndrome  
Figure 50  shows the electrocli nical syndrome classification. Eight  children had more than o ne 

International League Against Epilepsy (ILAE) classification. ILAE classifica tions are shown in 

Figure 50 , where the electroclinical syndrome was recorded for at least one child or young 

person.  

 

Figure 50: Number of children and young people diagnosed with epilepsy by electroclinical 
syndrome in England and Wales.  
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Certain categor ies are not shown in Figure 5 0  as there were fewer than five  children and young 

people. These are: Epilepsy with myoclonic astatic seizures , Benign familial neonatal seizures, 

Early myoclonic encephalopathy, Ohtahara  syndrome, Benign infantile seizure, Lat e onset 

childhood occipital epilepsy, Lennox - Gastaut syndrome, Parietal lobe epilepsy, Dravet 

syndrome, Visual sensitive epilepsies, Childhood epilepsy with occipital paroxysms, 

Generalized Epilepsies with Febrile se izures and (Benign) Myoclonic epilepsy i n infancy . 

 

Performance indicator 5: Seizure formulation  
 

In Round 3 , cohort 1, 88 .0 % (979/1112) of children and young people diagnosed with epilepsy  

had an appropriate seizure classification in the first year of care , (Table 67 ).  Appropriate 

seizure for mulation was defined as having  selected an International League Against Epilepsy 

*KNCG+"ugk|wtg"encuukhkecvkqp"*cnn"KNCG"ugk|wtg"v{rgu"qt"ĥwpencuukhkgfĦ+. At a Health Board and  Trust 

level , this indicator ranged from 25% to 100% and had an interquartile ra nge of 83% to 100%.  

 

Table 67: Seizure formulation.  

Seizure Formulation  Audit 
Round  

England and 
Wales  

England  Wales  

% of children and 
young people with 
epilepsy with 
appropriate seizure  
classification at first 
year  of care  

Round 1  86.9% (1318/1516) 86.8 % (1235/1423)  89 .2% (83/93)  

Round 2  94.9% (1040/1096)  95.5% (973/1019)  94.4% (67/7 1) 

Round 3  88 .0 % (979/1112) 87.4% (919/1051) 98.4% (60/61)  
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Figure 51: Seizure formulation , by Health Board and  Trust, Round 3 , cohort 1 . 

Each Health Board or Trust is r epresented by a vertical bar in the order of the percentage score, 

including any recording 0% of children and young people with epilepsy who had an appropriate 

seizure classification . 
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Seizure cause  
31 (2.8%) children and young people in England and Wales  diagnosed with epilepsy had a 

genetic seizure cause , whilst 84 (7.6%)  had a structural seizure cause , (Table 68 ). The cause of 

seizure in 221 (19.9%) children and young people  diagnosed with epilepsy was unknown.  

Table 68: Percentage of children and young  people diagnosed with epilepsy by seizure cause 
in England and Wales . 

Seizure Cause  Round 3 cohort 1 (N=1112)  

Genetic  31 (2.8%) 

Immune  * 

Infectious  10 (0.9%) 

Metabolic  * 

Not known  221 (19.9%) 

Structural  84 (7.6%) 

* In accordance with information go vernance rules, data based on a number less than five has been masked  

Of the 31 children with genetic cause of their epilepsy, 12 (30.7%) had chromosomal 

abnormality,  18 (58.1%) had gene tic abnormality and fewer than five  had Rett Syndrome. Out of 

the 84  children and young people diagnosed with a structural seizure cause of their epi lepsy, 

29.8%  had a vascular cause (e.g. arterial ischaemic stroke) , (Figure 52 ). 

Figure 52: Percentage of children and young people diagnosed with epilepsy who had 
structural s eizure cause.  
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Convulsive seizures  

Convulsive epileptic seizures  
63% (701/1112) of children and young people diagnosed with epilepsy had convulsive seizures , 

whilst 37% (411/1112) did not have convulsive seizures in England and Wales , (Table 69 /Figure 

53). The proportion of children and young people with convulsive seizures i n England was 

similar to Wales.  

Table 69 : Convulsive epileptic seizures in children and young people diagnosed with epilepsy 
by country.  

Country  % with convulsive seizures  % with no conv ulsive 
seizures  

England & Wales (N=1112)  63.0% (701/1112) 37.0% (411/1112) 

England (N=1051)  63.0% (662/1051)  37.0% (389/1051)  

Wales (N=61)  63.9% (39/61)  36.1% (22/61) 

 

 

Figure 53: Percentage of children and young people diagnosed with epilepsy with/wi th no 
convulsive epileptic seizures in England and Wales.  

 

 

63.0%
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with convulsive seizures with no convulsive seizures
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Prolonged generalised convulsive seizures  

Table 70  shows that 16.3% (181/1112) of the children and young people diagnosed with epilepsy, 

experienced prolonged generalised convulsive seizures in ye ar one. Prolonged seizures are 

those with a duration of more  than five minutes or successive seizures continuing for more 

than five minutes.  

79.8% (887/1112 ) of children and young people with epilepsy did not experience prolonged 

generalised convulsive se izures. There was uncertainty whether the seizures were prol onged 

generalised convulsive seizures or not for 4.0 % (44/1112) of children and young people.  

Figure 54  shows the percentage of children and young people diagnosed with epilepsy by 

prolonged gene ralised convulsive epileptic seizures in England and Wales.  

Table 70 : Prolonged generalised convulsive epileptic seizures in children and young people 
diagnosed wit h epilepsy.  

Country  % yes % no % uncertain  

England and Wales 
(N=1112) 

16.3% (181/1112) 79.8 % (887/1112) 4.0 % (44/1112) 

 

 

Figure 54: Percentage of children and young people diagnosed with epilepsy by prolonged 
generalised convulsive epileptic seizures in England and Wales.  
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Prolonged focal convulsive seizures  
Table 71  shows 10.0% (111/1112) of the children and young people diagnosed with epilepsy, 

experienced prolonged focal convulsive seizures in their first year of care .  Prolonged seizures 

are those with a duration of more than five minutes or successive seizures continuing for more 

than five  minutes.  

There was uncertainty whether the seizures were prolonged focal convulsive seizures or not in 

5.8% (65/ 1112) of children and young people . Figure 55  shows the percentage of children and 

young people diagnosed with epilepsy by prolonged gener alis ed convulsive epileptic  seizures 

in England and Wales.  

Table 71 : Prolonged focal convulsive epileptic seizures in children and young people diagnosed 
with epilepsy by country.  

Country  % yes % no % uncertain  

England and Wales 
(N=1112) 

10.0% (111/1112) 84.2% (936/1112) 5.8% (65/1112) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 55: Percentage of children and young people diagnosed with epilepsy by prolonged 
focal convulsive epileptic seizures in England and Wales.  
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Family history of epilepsy  
26.8% (298/1112)  of children and young  people in England and Wales diagnosed with epilepsy 

had a family history of epilepsy. 73.2% (814/1112) did not have any family history of epil epsy , 

(Table 72 ).  

Figure 56  shows the percentage of children and young people di agnosed with epilepsy by 

family history of epilepsy in England and Wales.  

Table  72: Family history of epilepsy in children and young people diagnosed with epilepsy by 
country.  

 
Country/ network  

 
% with family history of 

epilepsy  

 
% with no family history of 

epilepsy  

 
England and Wales ( N=1112) 26.8% (298/1112) 73.2% (814/1112) 

 
England (N=1051)  26.4% (277/1051)  73.6% (774/1051)  

 
Wales (N=61)  34.4% (21/61) 65.6% (40/61)  

 

 

 

 

 

 

 

 

 

 

 

 

Figure 56: Percentage of children and young people diagnosed with epilepsy with/with no 
family history o f epilepsy in England and Wales.  
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Neurodisability or neurodevelopmental problems  
24.4% (271/1112) of children and young people diagnosed with epilepsy had a neurodisability / neurodevelopmental problem described by 

one  year in England and Wales in Round 3 , cohort 1 .  6.4% (71/1112) had autistic spectrum disorder and 6.3% (70/1112)  had an intellectual 

disability/global development delay/learning disability as shown in Table 73 . Figure 57  shows a breakdown of the neurodisability or 

neurodevelopmental problems a mong children diagnosed with epilepsy in Round 3, cohort 1.  
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Table 73 : Ne urodis ability/ neurodevelopmental problems among children diagnosed with epilepsy in Round 3.  

Country/ 

network  

% Autistic 

spectrum 

disorder  

% Cerebral 

palsy  

% Neuro -

degenerative 

disea se 

% Identified 

chromosomal 

disorder  

% Attention 

deficit 

hyperactivity  

% Intellectual 

disability  

% Dyspraxia  % Dyslexia  % Speech 

disorder  

% Other 

learning 

difficulty  

England &Wales 

(N=1112) 
6.4% (71/1112) 3.6% (40/1112) * 1.9% (21/1112) 1.7% (19/1112) 6.3% (70/1112) * 0.7% (8/1112) 1.6% (18/1112) 3.4% (38/1112) 

England (N=1051)  6.7% (70/1051)  3.6% (38/1051)  * 2.0% (21/1051) 1.8% (19/1051) 6.2% (65/1051)  * 0.7% (7/1051)  1.5% (16/1051) 3.5% (37/1051) 

Wales (N=61)  * * 0 .0 % (0/61)  0 .0% (0/61)  0 .0% (0/61)  8.2% (5/61)  * * * * 
           

BRPNF  (N=92)  5.4% (5/92)  * 0 .0 % (0/92)  0 .0% (0/92)  * 7.6% (7/92)  0 .0% (0/92)  * * * 

CEWT  (N=94)  5.3% (5/94)  * * * * 6.4% (6/94)  0 .0% (0/94)  * * * 

EPEN  (N=75)  6.7% (5/75)  0 .0% (0/75)  0 .0 % (0/75)  * 0 .0% (0/75)  * 0 .0% (0/75)  0 .0% (0/75)  * * 

EPIC  (N=112) 4.5% (5/112) * * * * * * * 4.5% (5/112) 8.9% (10/112) 

NTPEN  (N=99)  15.2% (15/99) 5.1% (5/99)  0 .0 % (0/99)  * * 8.1% (8/99)  0 .0% (0/99)  0 .0% (0/99)  * * 

NWEIG  (N=67)  * * 0 .0 % (0/67)  0 .0% (0/67)  * 14.9% (10/67)  0 .0% (0/67)  0 .0% (0/67)  * 0 .0% (0/67)  

ORENG  (N=91) * * * 0 .0% (0/91)  * 5.5% (5/91)  0 .0% (0/91)  0 .0% (0/91)  * * 

PENNEC  (N=65)  10.8% (7/65)  7.7% (5/65)  0 .0 % (0/65)  * 0 .0% (0/65)  * 0 .0% (0/65)  0 .0% (0/65)  * * 

SETPEG  (N=23)  * 0 .0% (0/23)  0 .0 % (0/23)  0 .0% (0/23)  0 .0% (0/23)  * 0 .0% (0/23)  0 .0% (0/23)  0 .0% (0/23)  0 .0% (0/23)  

SWEP  (N=51) * * 0 .0 % (0/51)  0 .0% (0/51)  0 .0% (0/51)  9.8% (5/51)  * * 0 .0% (0/51)  * 

SWIPE  (N=72)  6.9% (5/72)  6.9% (5/72)  0 .0 % (0/72)  6.9% (5/72)  * * * 0 .0% (0/72)  * * 

SWTPEG  (N=64)  10.9% (7/64)  9.4% (6/64)  * * * 10.9% (7/64)  0 .0% (0/64)  * * * 

TEN  (N=54)  * * 0 .0 % (0/54)  0 .0% (0/54)  * 0 .0% (0/54)  0 .0% (0/54)  0 .0% (0/54)  0 .0% (0/54)  * 

WPNN  (N=42)  * 0 .0% (0/42)  0 .0 % (0/42)  0 .0% (0/42)  0 .0% (0/42)  * 0 .0% (0/42)  * * * 

YPEN  (N=111) 4.5% (5/111) * * * 0 .0% (0/111) * 0 .0% (0/111) 0 .0% (0/111) * * 

* In accordance with information governance rules, data based on a number less than five has been masked  
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Figure 57: Neurodisability/ neurodevelopmental problems among children diagnosed 
with epilepsy in coho rt 1.  

Table 74  shows, out of  70  children and young people diagnosed with epilepsy with 

intellectual disability/global development delay/learning disability, 54.3% (38/70)  had 

moderate severity in England and wales.  

Table 74 : Percentage of severity of neuro developmental problems among the children 
and young people with intellectual disability, global development delay, or learning 
disability in England and Wales.  
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Mental health conditions  

4.6% (51/1112) of children and young people diagnosed with epilepsy in cohort 1 had an 

identified mental health condition (s) by one  year in Englan d and Wales. 0.5% (6/112)  had 

a mood disorder, 0.7% (8/112)  had an anxiety disorder and 2.3% (26/1112) had other 

mental health concerns.  

6.1% (43/701)  of children and young people  between the age of 5- 15 years and diagnosed 

with epilepsy in cohort 1 , had an identified mental health condition (s) by one year in 

England and Wales. 23.3% (10/43)  of these had formal development assessment, 20.9% 

(9/43 ) had formal cognitive assessment by one  year , (Table 76 ). 

There were 11 children and young people  with emotiona l/behavioural problems, which 

included conduct disorders and Oppositional Defiant Disorder (ODD).  

Table 75 : Percentage of children and young people diagnosed with mental health 
conditions  in England and Wales.  

 Mental health 
condition  

% of children and yo ung pe ople 
with mental health conditions  

% of children and young people ages 
5- 15 with mental health conditions  

Mood disorder  0.5% (6/1112) 0.7% (5/701)  

Anxiety disorder  0.7% (8/1112) 1.1% (8/701) 

Emotional/behavioural  1.0 % (11/1112) 1.4% (10/701) 

Othe r*  2.3% (26/1112) 2.8% (20/701)  

*Includes self -harm as there were fewer than 5 children and young people  
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Figure 58: Number of children diagnosed with epilepsy by mental health condition in 
England and Wales . 

 

Table 76 : Percentage of children and young  people between the age  of  5- 15 years and 
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Investigations  

Time since first request for EEG  

¶ 0.4% (4/1112)  of the children and young people diagnosed with epilepsy did not 

have an EEG.  

¶ 3.1% (35/1112) had an invalid EEG request date/EEG obtained date (date of EEG 

request is after the date EEG was obtained).  

¶ 96.5% (1073/1112)  children and young people diagnosed with epilepsy had a valid 

EEG request date.  

¶ 94.2% (1047/1112)  children and young people  diagnosed with epilepsy obtained an 

EEG and had a valid EEG request date.  

NICE guidelines (Quality Statement 2) state that children and young people having 

initial inve stigations for epilepsy undergo the tests within 4 weeks of being requested.  

In Round 3 , cohort 1, 56.2% (625/1112)  of children and young people diagnosed with 

epilepsy , obtained their EEG within four  weeks of request in England and Wales , (Table 

77). 

Table 77 : Time in weeks to when EEG was obtained since EEG request date by country  

Country  0 -  4 weeks  4 -  8 weeks  8 -  12 weeks  12 -  16 weeks  >16 weeks  

England &Wales 
(N=1112) 

56.2% (625/1112) 26.6% (296/1112) 5.2% (58/1112) 2.3% (26/1112) 3.8% (42/1112) 

England (N=1051)  57% (599/1051)  26.1% (274/1051) 4.7% (49/1051) 2.3% (24/1051) 4.0 % (42/10 51) 

Wales (N=61)  42.6% (26/61)  36.1% (22/61) 14.8% (9/61) 3.3% (2/61)  0 .0 % (0/61)  

The four  children and young people who did not have an EEG and those with invalid dates are not included in the analysis on 
this table , hence the percentages do not add up to 100% . 

 

 

Table 78  shows 97.5% (1084/1112)  of children and young people diagnosed with epil epsy 

obtained the first EEG in year one.  59.1% (657/1112) obtained MRI brain, 56.4% (627/1112)  

obtained 12 lead ECG and 13.1% (146/1112) obtained a CT head scan in  year one , in England 

and Wales.  
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Figure 59  shows the percentages of children and young people  who obtained each 

investigation in England and Wales.  These are displayed as descriptions , rather than 

performance - related percentages  because  not all children with epilepsy require each  

investigation.  

Table 78 : Number and percentage of children and young people diagnosed with epilepsy 
that obtained First EEG, 12 lead ECG, CT head scan and MRI brain investigations by 
country and OPEN UK network.  

Country/ Network  
% First EEG  % 12 lead ECG % CT head scan  % MRI brain  

England &Wales 
(N=1112) 

97.5% (1084/1112) 56.4% (627/1112) 13.1% (146/1112) 59.1% (657/1112) 

England (N=1051)  97.3% (1023/1051)  57.8% (607/1051)  13.6% (143/1051) 59.7% (627/1051)  

Wales (N=61)  100% (61/61)  32.8% (20/61)  4.9% (3/61)  49.2% (30/61)  

      

BRPNF  (N=92)  97.8% (90/92)  62% (57/92)  9.8% (9/92)  56.5% (52/92)  

CEWT  (N=94)  100% (94/94)  68.1% (64/94)  8.5% (8/94)  61.7% (58/94)  

EPEN  (N=75)  94.7% (71/75)  45.3% (34/75)  10.7% (8/75)  53.3% (40/75)  

EPIC  (N=112) 100% (112/112) 46.4% (52/112) 11.6% (13/112) 59.8% (67/112)  

NTPEN  (N=99)  97.0 % (96/99)  58.6% (58/99)  9.1% (9/99)  64.6% (64/99)  

NWEIG  (N=67)  100% (67/67)  55.2% (37/67)  19.4% (13/67) 55.2% (37/67)  

ORENG  (N=91)  93.4% (85/91)  51.6% (47/91) 20.9% (19/91)  53.8% (49/91)  

PENNEC  (N=65)  95.4% (62/65)  52.3% (34/65)  15.4% (10/65) 55.4% (36/65)  

SETPEG  (N=23)  100% (23/23)  82.6% (19/23)  17.4% (4/23)  73.9% (17/23)  

SWEP  (N=51) 100% (51/51) 33.3% (17/51) 5.9% (3/51)  49.0 % (25/51)  

SWIPE  (N=72)  98.6 % (71/72) 48.6% (35/72)  8.3% (6/72)  61.1% (44/72) 

SWTPEG  (N=64)  96.9% (62/64)  81.3% (52/64)  17.2% (11/64) 67.2% (43/64)  

TEN  (N=54)  98.1% (53/54)  59.3% (32/54)  11.1% (6/54) 38.9% (21/54)  

WPNN  (N=42)  97.6% (41/42)  42.9% (18/42)  14.3% (6/42)  69 .0 % (29/4 2) 

YPEN  (N=111) 95.5% (106/111) 64% (71/111) 18.9% (21/111) 67.6% (75/111) 
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Figure 59: Percentage of children and young people diagnosed with epilepsy that 
obtained First EEG, 12 lead ECG, CT head scan and MRI brain investigations in England 
and Wales . 
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Performance Indicator 6:  ECG  

In Round 3 cohort 1, 67.6% (474/701)  of children and young people diagnosed with 

epilepsy and had convulsive seizures , obtained a 12 lead ECG by the first year  in England 

and Wales , (Table 79 ). This indicator ranged from 0% to 100% and the inter - quartile range 

was 46 .0% to 100% at a Health Board or Trust level.  In Round 3 , this performance 

indicator was just applied to children with epilepsy and convulsive seizures , rather than 

all children with convulsive seizure s.  This mea ns that longitudinal comparison is not 

meaningful and therefore has not been  reported.  

Table 79 :  Percentage of children and young people with convulsive seizures and 
epilepsy, with an ECG by the first year , Round 3 , cohort 1 . 

Performance Indicator : 6 England and 
Wales  

England  Wales  

 
ECG 

% of children and young people with 
convulsive seizures and epilepsy, 
with an ECG by the  first year  

67.6% (474/701)  69 .5% (460/662)  35.9% (14/39)  
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Figure 60: Percentage of children and young people with convulsi ve seizures and 
epilepsy, with an ECG at first year by Health Board and  Trust, Round 3 , cohort 1 . 

Each Health Board or Trust is represented by a vertical bar in the order of the percentage 

sco re, including those scoring 0% in this graph . 
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Performance Ind icator 7:  MRI  

NICE guidelines (Quality Statement 3) states that children and young people who meet 

the criteria for neuroimaging for epilepsy to have magnetic resonance imaging (MRI).  

In Round 3 , cohort 1, 68.6 % (317/462)  children and young people diagnos ed with epilepsy 

and with defined indications for an MRI, who had MRI by their first year of care in 

England and Wales , (Table 80 ). At a Health Board or Trust level in Round 3, this indicator 

ranged from 0% to 100%, the inter - quartile range was 50% to 100% .  

Table 80 :  Percentage of children and young people with defined indications for an MRI, 
who had MRI by their first year of care.  

Performance Indicator: 7  Audit Round  England and 
Wales  

England  Wales  

MRI  
 

% of children 
and young 
people with 
defined 
indic ations for 
an MRI, who 
had MRI by first 
year  

Round 1  63.5% (602/948)  64.3% (578/899)  49.0 % (24/49)  

Round 2  72.2% (481/666)  72.7% (458/630)  63.9% (23/36)  

Round 3  68.6 % (317/462)  70 .4% (307/436)  38.5% (10/26)  
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Figure 61:  Percentage of children and young people with defined indications for an MRI, 
who had MRI by first year by Health Board and  Trust, Round 3 , cohort 1.  

Each Health Board or Trust is represented by a vertical bar in the order of the percentage 

score, including those scoring 0% in this g raph . 
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Treatment  

Anti - epileptic drug (AED)  
In Round 3 , cohort 1, 879 children and young people were  prescribed one or more anti -

epileptic drugs (AEDs) during their first 12 months of care. 72 children and young people 

had begun three or more AEDs during their first 12 months of care.  

Table 81  below shows the diagnosis of children and young people toget her with the 

number of different AEDs prescribed over their first year of care.  

Table 81 : Diagnosis and AEDs . 

  
Round 1  Round 2  Round 3  

 

Diagnoses  1 or m ore 
AED 

N=1538 

3 or more 
AEDs  
N=135 

1 or more 
AED 

N=1059  

3 or more 
AEDs  
N=84  

1 or more 
AED 

N=879  

3 or more 
AEDs  
N=72  

Epilepsy  1406 (91.0 %) 129 (96 .0 %) 976 (92 .0 %) 82 (98 .0 %) 856 (97.4%)  71 (98.6%) 

Single 
epileptic 
seizure (or 
cluster)  

68  (4.0 %) 6 (4.0 %) 9 (1.0 %) 0  (0 .0 %) 10 (1.1%) 0 (0.0%)  

Non - epileptic 
episode (s)  

44 (3.0 %) 0  (0 .0 %) 20  (2.0 %) 1 (1.0 %) 7 (0.8%) 1 (1.4%) 

Uncertain 
episodes  

20  (1.0 %) 0  (0 .0 %) 55 (5.0 %) 1 (1.0 %) 6 (0.7%) 0 (0.0%)  

 

Figure 62  shows the frequency of AEDs use among children d iagnosed with epilepsy. 

Carbamazepine, sodium valproate and levetiracetam were the most commonly used 

AEDs for children diagnosed with epilepsy in Round 3 , cohort 1.  



  

59 

 

 

Figure 62: Frequency by AED type in England and Wales , Round 3 , cohort 1 . 

 

Sodium valpr oate use  
Figure 63  below shows the number of children and young people diagnosed with 

epilepsy on sodium valproate by gender in England and Wales, Round 3 cohort 1. There 

were more boys on sodium valproate  than girls across all ages.  
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Figure 63: Number of  children and young people diagnosed with epilepsy on sodium 
valproate by gender in England and Wales, Round 3 cohort 1.  

*Age groups with fewer than five  children and young people are not shown . 
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Performance indicator 9 and 9b: Sodium Valproate  

In Round 3 , cohort 1, 39.7% (25/63)  of all females diagnosed with epilepsy and on sodium 

valproate treatment , had evidence of previous discussion of risk regarding birth defects 

and/or neurodevelopmental outcomes , (Table 82 ). This indicator ranged from 0% to 100% 

and had an interquartile ra nge of 0% to 100% at a Health Board and  Trust level.   

There were fewer than five  females aged nine years and above, who were diagnosed 

with epilepsy and receiving treatment with sodium valproate. All (100%) of them had 

evidence of  previous discussion of r isk regarding birth defects and/or 

neurodevelopmental outcomes.  

Table 82 : Sodium Valproate in females  

 

Performance indicator: Sodium valproate  

 

Audit Round  

 

England and Wales  

9 

 

% of all females >9 years currently on 
valproate tr eatment with evidence of 
discussion of foetal risk  

Round 3  100% (>5) 

9b  

 

% of all females currently on valproate 
treatment with evidence of discussion 
of foetal risk  

Round 3  39.7% (25/63)  
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Figure 64: Percentage of females currently on sodium valproate treatment with 
evidence of discussion o f foetal risk by Health Board and  Trust, Round 3 , cohort 1 . 

Each Health Board and  Trust is represented by a vertical bar in the order of the 

percentage score, including those scoring 0% in this graph . 

 

Rescue medicati on prescribed  
19.6% (218/1112) of the children and young people diagnosed with epilepsy had rescue 

medication prescripti on in England and Wales , (Figure 65 ). 80.4% (894/1112)  of children 

and young people  did not have rescue medication prescribed.  

Figure 6 6 shows the percentage of children and young people  diagnosed with epilepsy 

that had rescue medication prescribed by country and network.  
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Figure 65: Percentage of children and young people diagnosed with epilepsy that 
had/did not have rescue medication p rescribed in England and Wales.  

 

 

Figure 66: Percentage of children and young people diagnosed with epilepsy that had 
rescue medication prescribed by country and network.  
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EjknftgpĦu"Grkngru{"Uwtigt{"Ugtxkeg"*EGUU+"tghgttcn"etkvgtkc 
8.0% (89/1112)  of the c hildren and young people diagnosed with epilepsy , met one or 

more of the CESS referral criteria in England and Wales , (Figure 66 ). 92.0% (1023/1112 ) of 

children and young people  did not meet any CESS referral criteria.  

 

 

Figure 67: Percentage of  children  and young people diagnosed with epilepsy that 
met/did not meet any CESS referral criteria in England and Wales.  
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Figure 68  shows the percentage of children and young people  diagnosed with epilepsy 

that met any CESS referral criteria by country and netwo rk. In the paediatric network 

areas, this varied between 0% and 16 .0% of children and young people meeting any CESS 

referral criteria.   

 

 

Figure 68: Percentage of children a nd young people diagnosed with epilepsy that met 
any CESS referral criteria by co untry and network . 
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Performance indicator 3b: Epilepsy surgery referral  

In Round 3 , cohort 1, 30 .0 % (27/89)  of the children and young people who met CESS 

referral criteria had epilepsy surgery referral  by one year , (Table 83 ). Table 84  shows the 

breakdown  of this performance indicator by network. This is a new indicator for Round 3 

and therefore longitudinal co mparison will  not be possible.  

Tab le 83 : Epi lepsy surgery referral.  

Performance Indicator: 3b  Audit 

Round  

England and 

Wales  

England  Wales  

Epilepsy 

Surgery 

Referral.  

% of ongoing children and young 
people meeting defined epilepsy 
surgery referral criteria with evidence 
of epilepsy surgery referral  

Round 3  
30 .0 % 

(27/89)  
33.0 % (26/78)  9.1% (1/11) 

 

Tab le 84 : Percentage of ongoing children and young peop le meeting defined epilepsy 
surgery referral criteria with evidence of epilepsy surgery referral by country and 
network.  

Country/network  Epilepsy surgery referral  

England and Wales  30% (27/89)  

England  33% (26/78)  

Wales  9.1% (1/11) 

 
 

BRPNF  83.3% (5/6)  

CEWT  12.5% (1/8) 

EPEN  33.3% (2/6)  

EPIC  25.0 % (4/16) 

NTPEN  36.4% (4/11) 

NWEIG  25.0 % (1/4) 

ORENG  0 .0 % (0/3)  

PENNEC  0 .0 % (0/5)  

SETPEG  (0/0)  

SWEP  12.5% (1/8) 

SWIPE  50 .0 % (2/4)  

SWTPEG  33.3% (1/3)  

TEN  75.0 % (3/4)  

WPNN  33.3% (1/3)  

YPEN  25.0 % (2/8)  
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4.0% (6/150)  of children and young people meeting the defined criteria for paediatric 

neurology referral , did not have a paediatric neurologist input date.  

NICE guidelines (Quality statement 7) state that children and young people who meet 

t he criteria for referral to  a neurologist are seen within 4 weeks of referral.  

52.8% (76/144)  of children and young people who met the criteria for referral to a 

neurologist , were seen within four weeks of referral in England and Wales , (Table 85 ). 

 

Table 85 : Time in weeks since referral to neurologist by country.  

Country  0 -  4 weeks  4 -  8 weeks  8 -  12 weeks  12 -  16 weeks  >16 weeks  

England and 
Wales  

52.8% (76/144)  14.6% (21/144) 12.5% (18/144) 6.9% (10/144)  11.8% (17/144) 

England  52.9% (72/136)  14.7% (20/ 136) 12.5% (17/136) 6.6% (9/136)  11.8% (16/136) 

Wales  50 .0 % (4/8)  12.5% (1/8) 12.5% (1/8) 12.5% (1/8) 12.5% (1/8) 

Only the children with a paediatric neurologist input date were included in this analysis , hence the percentages on the table 

may not add up  to 100%. 
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Care planning  

Appropriate care planning  

Performance indicator 10: Comprehensive Care Planning agreement  

In Round 3 , cohort 1, 62.4% (694/1112)  of children and young people diagnosed with 

epilepsy had evidence of a comprehensive care plan that  had been updated where 

necessary and was  agreed between the patient , their family and/or carers and primary 

and secondary care providers, for the first yea r of care ( Table 86 ). This indicator ranged 

from 0% to 100% and had an interquartile range of 43% to  81% at a Health Board or Trust 

level.  

Table 86 : Comprehensive Care Planning agreement  

  

Performance indicator: 

Comprehensive Care Planning 

agreement  
 

Audit 

Round  

England and 

Wales  

England  Wales  

10 % of children and young people 
with epilepsy after 12 mon ths 
where there is evidence of a 
comprehensive care plan that is 
agreed between the person, their 
family and/or carers and primary 
and secondary care providers, and 
the care plan has been updated 
where necessary  

Round 3  62.4% (694/1112) 63.5% (667/1051)  44.3% (27/61)  

10a % of children and young people 
with epilepsy after 12 months that 
had an individualised epilepsy 
document with individualised 
epilepsy document or a copy clinic 
letter that includes care planning 
information  

Round 3  88.3% (982/1112) 
88.8% 

(933/1051)  
80.3% (49/61)  

10b % of children and young people 
with epilepsy after 12 months 
where there was evidence of 
agreement between the person, 
their family and/or carers as 
appropriate  

Round 3  74.2% (825/1112) 74.8% (786/1051)  63.9% (39/61)  

10c % of children and young people 
with epilepsy after 12 months 
where there is evidence that the 
care plan has been updated where 
necessary  

Round 3  69.6% (774/1112) 71.0 % (746/1051) 45.9% (28/61)  
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. 

 

Figure 69: Comprehensive Care Planning agreement, Round 3  

Each Health Board and Trust is represented by a vertical bar in the order of the 
percentage score, including those scoring 0% in this graph . 
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