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ICD-9-BPA codes: 740.00-742.09
ICD-10-AM codes: Q00.0-Q00.2, Q05.0-Q05.9, Q01.0-Q01.2, Q01.8, Q01.9
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Figure 1: Rate and confidence intervals of neural tube defects among births, Australia, 1998-2005
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Table 1.1: Number and rates of NTD among births® as reported to the ACAMS, Australia, 1998-2005

1 23
1998 73 57.9 2.9 53 421 2.1 126 5.0
1999 72 61.5 2.8 45 38.5 1.8 117 4.6
2000 74 62.2 2.9 45 37.8 1.8 119 4.7
2001 58 52.3 2.3 53 47.7 2.1 111 4.4
2002 57 51.8 2.3 53 48.2 2.1 110 4.4
2003 48 46.6 1.9 55 53.4 2.1 103 4.1
2004 71 55.9 2.8 56 44 .1 2.1 127 5.0
2005 70 53.4 2.6 61 46.6 2.2 131 4.9
1998-2005 523 55.2 2.6 421 44.8 2.0 944 4.6

a) Includes all live births, stillbirths and pregnancy terminations of at least 20 weeks gestation or at least 400 g birthweight.
b)  Percentage of all births with NTD.
c) Rates are per 10,000 live births and stillbirths.

* o~

Still births and pregnancy terminations of at least 20 weeks gestation are included in fetal deaths.

Table 1.2: Outcomes of live births with NTD, Australia, 1998-2005

1 6

- 'S .o « v,

1998 73 49 67.1 2.0 24 329 1.0 0
1999 72 53 73.6 2.1 19 26.4 0.8 0
2000 74 56 75.7 2.2 18 24.3 0.7 0
2001 58 42 72.4 1.7 15 25.9 0.6 1
2002 57 39 68.4 1.6 18 31.6 0.7 0
2003 48 32 66.7 1.3 16 33.3 0.6 0
2004 71 48 67.6 1.9 22 31.0 0.9 1
2005 70 53 75.7 2.0 16 229 0.6 1
1998-2005 523 372 711 1.8 148 28.3 0.7 3

(@)  Percentages are per 100 live births each year.

(b) Rates are per 10,000 live births.
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Table 1.3: Sex of the births with NTD and the outcome, Australia, 1998-2005

* % 23 1 4t 45

Male Number 473 212 261 179 81

Per cent 49.8 50.4 49.9 48.1 54.7

Rate® 45 2.0 25 1.7 0.8

Female Number 454 198 256 193 63

Per cent 47.8 47.0 48.9 51.9 42.6

Rate® 4.6 2.0 2.6 2.0 0.6

Indeterminate or  Number 17 11 6 0 4
t stated

not state Per cent 24 26 1.1 0.0 27

Total Number 944 421 517 372 148

Per cent 100 100 100 100 100

O

Rates are per 10,000 live births in each group.

G

Rates are per 10,000 male births.

G

Rates are per 10,000 female births.

Stillbirths and pregnancy terminations of at least 20 weeks gestation are included in fetal deaths.

, [0 O Male
6.0 W Female

5.0
4.0
3.0
2.0
1.0 1

0.0

1998 1999 2000 2001 2002 2003 2004 2005

Figure 2: Babies born with NTD by sex, rates per 10,000 births, Australia, 1998-2005
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Figure 3: Outcome of births with NTD by gestation (weeks) at birth, Australia, 1998-2005
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Table 1.4: Gestational age of the births® with NTD and the outcome, Australia, 1998-2005

+ % 23 1

20-31 Number 443 365 78 9 69
Per cent 46.9 86.7 14.9 2.4 46.6
Rate® 133.6 110.0 235 *2.7 *20.8

32-36 Number 104 21 83 45 38
Per cent 11.0 5.0 15.9 12.1 25.7
Rate 8.3 1.7 6.6 *3.6 *2.9

>37 Number 385 31 354 314 39
Per cent 40.8 7.3 67.7 84.4 26.3
Rate® 2.1 0.2 1.9 *1.7 *0.2

Unknown Number 12 4 8 4 2
Per cent 1.3 1.0 1.5 1.1 14

Total Number 944 421 523 372 148
Per cent 100 100 100 100 100

Includes all births and pregnancy terminations with at least 20 weeks gestation or at least 400 g birthweight.

(a)

(b) Rates are per 10,000 of all births at less than 32 weeks gestation.

(c) Rates are per 10,000 of all births between 32 and 36 weeks gestation.
(d) Rates are per 10,000 of all births at term.

Rates are per 10,000 live births.

** Fetal deaths include still births and pregnancy terminations with at least 20 weeks gestation.
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Table 1.5: Birthweight of the babies born with NTD and the outcome, Australia, 1998-2005

- 2 3 1
<1,500 g Number 198 142 56 10 46
Per cent 21.0 337 10.7 2.7 31.1
Rate® 65.5 46.9 18.5 3.3 15.2
1,500-2,499 g Number 114 23 91 48 42
Per cent 12.1 55 17.4 12.9 28.4
Rate® 10.6 2.1 8.5 45 39
22,500 g Number 357 19 338 311 27
Per cent 37.8 45 64.6 83.6 18.2
Rate 1.9 0.1 1.8 1.6 0.1
Unknown Number 275 237 38 3 33
Per cent 29.1 56.3 7.3 0.8 223
Total Number 944 421 523 372 148
Per cent 100 100 100 100 100

(a) Rateis per 10,000 of all births with less than 1500 g birthweight.
(b) Rateis per 10,000 of all births with 1500-2499 g birthweight.
(c) Rateis per 10,000 of all births with at least 2500 g birthweight.

* All live births and fetal deaths including terminations of pregnancy with at least 20 weeks gestation or at least 400 g birthweight.
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Table 1.6: Outcome of births with NTD by plurality, Australia, 1998-2005

6 D
Number 866 78
*Total births
Rate® 4.4 23.7
Number 396 25
Live births Per cent® 457 32.1
Rate® 2.0 7.6
Number 470 53
**Fetal deaths Per cent® 54.3 67.9
Rate® 2.4 16.1
Number 352 20
Alive on day 28 Per cent® 88.9 80.0
Rate® 1.8 0.1

©

in each group.

G

Percentage of all births.
Percentage of all live births.
Rates are per 10,000 live births.

g2z

) Rates are per 10,000 live births and stillbirths of at least 20 weeks gestation or at least 400 g birthweight

* Total births include live births, stillbirths and terminations of pregnancy with at least 20weeks gestation

or at least 400 g birthweight.

** Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.
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Table 1.7: Number of women who gave birth@® at 20 weeks gestation or later by age group and year
of birth, Australia, 1998-2005

' /77 /777 / : < 9 %
<20 8 " 7 7 5 3 10 6 57
20-24 23 22 33 29 14 19 % 30 196
25-29 55 35 24 32 30 30 34 32 272
30-34 25 29 31 25 42 32 33 38 255
235 14 18 23 17 17 18 21 24 152
Not stated 1 2 1 1 1 0 3 1 10
Total 126 117 119 111 110 103 127 131 944
A

<20 6.4 9.1 5.8 5.9 43 2.8 9.0 5.3 6.1
20-24 5.6 5.6 8.6 76 3.8 5.2 7.2 7.8 6.4
25-29 6.8 44 3.1 4.3 4.2 43 5.0 45 46
30-34 3.4 3.8 4.0 3.1 5.1 3.8 3.9 4.2 3.9
235 3.6 4.2 5.4 3.9 3.8 3.8 4.3 44 4.2
All women 5.1 4.7 48 45 43 4.0 5.0 4.8 4.7

(a) Births include all live births and stillbirths and pregnancy terminations of at least 20 weeks gestation or at least 400 g birthweight.

(b) Rates are per 10,000 women who gave birth.
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Table 1.8: Outcome of live births® with NTD by women’s age group, Australia, 1998-2005

Ll 1

45 . ( . ( s
<20 29 3.1 19 65.5 2.0 10 345 1.1
20-24 105 3.4 76 724 25 29 276 1.0
25-29 155 2.6 112 72.3 1.9 42 271 0.7
30-34 142 22 102 71.8 1.6 40 28.2 0.6
35-39 74 24 56 75.7 1.8 18 243 0.6
240 13 22 7 53.8 1.2 6 46.2 1.0
Not known 5 . 0 0

% 9 ; > :? ?2/-/ /-7 /< :; =?

(@)
(b)

Rates are per 10,000 women in each age group who gave birth.

- - LA _0 C
7 1 $H8 +HH " " -
70 % $8 O "
- Oll - -y
- - " R
" -0
o -0 =

Includes all live births of at least 20 weeks gestation or at least 400 g birthweight.

! 0; # ;8> # A2 # +
4 5 ., . .
<20 34 151.0 n.p. 3.2 20 24 1
20-24 96 192.2 29 16.0 70 25 1
25-29 120 155.9 35 10.9 114 2.0 3
30-34 115 138.1 26 7.6 112 1.8 2
235 75 126.4 12 53 66 2.0 1
Not known 3 . 0 3 . 4

(@)

(b) Rates are per 10,000 women in each age group who gave birth.

All live births and fetal deaths including terminations of pregnancy with at least 20 weeks gestation or at least 400 g birthweight.
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Table 1.10: Characteristics of women who gave birth® by Indigenous status, 1998-2005, Australia

B C# %

(C ' . (¢ ‘e .
Live births 36 56.3 5.1 482 55.9 25 5 523
**Fetal deaths 28 43.8 4.0 381 441 1.9 12 421
*Total births 64 100.0 9.1 863 100.0 44 17 944
6
Alive on day 28 24 66.7 34 345 71.6 1.8 3 372
Neonatal deaths 12 42.9 1.7 134 27.8 0.7 2 148
Not stated 0 . . 4 0.6 . 0 4
1 4 5
<20 8 12.5 5.1 48 5.6 6.1 1 57
20-24 23 35.9 10.5 169 19.6 6.0 4 196
25-29 17 26.6 9.7 250 29.0 44 5 272
30-34 10 15.6 9.5 243 28.2 3.8 2 255
235 6 9.4 12.1 145 16.8 4.1 3 154
Not stated 0 8 0.9 2 10
+ 4 #5
<32 31 484 128.2 403 46.7 131.9 9 443
32-36 13 20.3 16.2 88 10.2 75 3 103
237 19 29.7 3.1 362 41.9 2.0 4 385
Not stated 1 1.6 . 10 1.2 . 1 12
C
Singleton 56 87.5 8.0 796 92.2 4.2 13 866
Multiple 8 12.5 99.1 67 7.8 211 3 78

(@) Includes all live births, stillbirths and pregnancy terminations of at least 20 weeks gestation or at least 400 g birthweight.

b) Percentages are per 100 women who gave birth in each group by Indigenous status.
(c) Rates are per 10,000 women who gave birth in each group by Indigenous status.

Total births include live births, stillbirths and terminations of pregnancy with at least 20weeks gestation or at least 400 g birthweight.

** Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.
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Figure 4: Rate of NTD by Indigenous status, 1998-2005, Australia
2
Table 1.11: Remoteness of the residence of women who had NTD-affected
births@®, 1998-2005, Australia
( 45
Major cities 565 66.6 4.3
Regional areas 245 28.9 4.3
Remote areas 38 4.5 7.7
(@) Includes all live births, stillbirths and pregnancy terminations of at least 20 weeks gestation or
at least 400 g birthweight.
(b) Rate is per 10,000 women who gave birth in each area of remoteness.
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Figure 5: Estimated prevalence (per 10,000 live births and stillbirths) and confidence intervals of
all NTD including all births and terminations of pregnancy, NSW, Vic, SA and WA, 1992-2005

Table 2.1: Total number of NTD® by year of pregnancy, NSW, Vic,
SA and WA, 1992-2005

_ , b 79D "
1992 301 15.0 13.3-16.8
1993 284 14.4 12.7-16.1
1994 281 14.2 12.6-16.0
1995 305 155 13.9-17.4
1996 256 13.2 11.6-14.9
1997 259 13.3 11.8-15.1
1998 218 113 9.9-13.0
1999 230 11.8 10.4-13.5
2000 220 11.4 9.9-13.0
2001 204 10.7 9.2-12.2
2002 190 9.9 8.6-11.4
2003 186 9.7 8.3-11.2
2004 205 10.7 9.2-12.2
2005 205 10.1 8.8-11.6

(a) Includes live births, stillbirths and terminations of pregnancy at all gestational ages.

(b) Rates are per 10,000 live births and stillbirths.
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Table 2.2: All pregnancies affected with NTD by outcome, NSW, Vic, SA, and WA, 1998-2005

1 223 %6 @ # %&
- ’ e ’ . ’ e 1] .
1998 51 2.6 45 2.3 122 6.3 218 11.4
1999 50 2.6 40 2.1 140 7.2 230 11.8
2000 54 2.8 39 2.0 127 6.6 220 11.4
2001 46 24 49 2.6 109 5.7 203 10.6
2002 43 22 46 2.4 101 5.3 190 9.9
2003 37 1.9 47 24 102 53 186 9.7
2004 53 2.8 50 2.6 102 5.3 205 10.7
2005 48 24 57 2.8 100 4.9 205 101

(@) Rates are per 10,000 live births and stillbirths.

wo

Fetal deaths include stillbirths and pregnancy terminations of at least 20 weeks gestation.

Table 2.3: Outcomes of the live births with NTD by year of birth, NSW, Vic, SA, and WA, 1998-2005

1
- . C .o C ,
1998 51 2.6 37 72.5 1.9 14 27.5 0.7
1999 50 2.6 37 74.0 1.9 13 26.0 0.7
2000 54 2.8 41 75.9 2.1 13 241 0.7
2001 46 2.4 31 67.4 1.6 15 32.6 0.8
2002 43 2.2 27 62.8 14 16 37.2 0.8
2003 37 1.9 25 67.6 1.3 12 324 0.6
2004 53 2.8 36 67.9 1.9 17 321 0.9
2005 48 2.4 36 75.0 1.8 12 25.0 0.6
1998-2005 382 2.5 270 70.7 1.8 112 29.3 0.7

(@) Rates are per 10,000 live births and stillbirths.
(b)  Rates are per 10,000 live births.
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Table 2.4: Plurality and year of pregnancy NSW, Vic, SA, and WA, 1998-2005

- .o > ¢

1998 209 8.9 8 225 2.5
1999 214 9.1 16 43.3 4.8
2000 208 8.8 12 31.1 3.5
2001 200 8.6 4 10.2 1.2
2002 180 7.7 10 24.8 3.2
2003 175 7.5 11 27.3 3.7
2004 200 8.5 5 12.5 1.5
2005 198 8.0 6 13.9 1.8
1998-2005 1584 8.4 72 229 2.7

(@) Rates are per 10,000 women who gave birth to singleton pregnancies and year of birth.

(b) Rates are per 10,000 women who gave birth to10,000 multiple pregnancies and year of birth.
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Table 2.5: All NTD, women’s age group by year of pregnancy, NSW, Vic, SA and WA, 1998-2005

' : /77 /777 / ; < 9 %
<20 14 14 8 14 4 5 13 10 82
20-24 32 38 49 35 23 22 26 33 258
25-29 90 77 56 64 57 58 59 48 509
30-34 50 56 62 48 67 62 59 60 464
235 25 38 41 34 33 34 42 48 295
Not stated 7 7 4 9 6 5 6 6 50
Total 218 230 220 204 190 186 205 205 1658
,

<20 16.2 16.2 9.7 17.3 5.0 6.7 17.3 13.0 12.7
20-24 10.8 13.1 17.6 12.8 8.6 8.3 10.1 12.2 1.7
25-29 145 12.6 9.4 115 10.6 11.1 116 9.1 114
30-34 8.6 9.4 10.2 7.8 10.4 9.4 8.9 8.7 9.2
235 8.0 1.7 12.1 10.0 9.3 9.2 10.9 11.3 10.3

(a) Rates are per 10,000 women who gave birth each year by maternal age group.
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Figure 7: Rates of pregnancies with NTD, by maternal age group and year, NSW, Vic, SA, and
WA, 1998-2005
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Table 2.6: Remoteness of residence of women who had NTD-affected pregnancies
NSW, Vic, SA, and WA, 1998-2005

( 45
Major cities 998 72.5 8.8
Regional areas 334 24.3 8.7
Remote areas 44 3.2 13.5

(a) Rates are per 10,000 women who gave birth.
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Table 2.7: Characteristics of women who had pregnancies affected with NTD by Indigenous status,

NSW, Vic, SA, and WA, 1998-2005

C e . C e ,
6
*TOP <20 10 17.2 2.7 310 31.0 2.1
Live births 24 414 6.6 354 354 24
Fetal Deaths 24 414 6.6 337 33.7 2.3
Total 58 100.0 15.9 1001 100.0 6.7
+ 4 #5
<20 10 17.2 310 31.0
20-31 25 43.1 215.3 351 35.1 172.7
32-36 9 15.5 24.5 65 6.5 8.2
237 13 224 4.1 270 27.0 0.1
Not known 1 1.7 5 0.5
1 4 5
<20 7 12.1 8.6 51 5.1 9.1
20-24 19 32.8 16.6 172 17.2 8.2
25-29 17 29.3 18.8 309 30.9 7.0
30-34 10 17.2 18.2 287 28.7 5.7
235 4 6.9 15.3 168 16.8 5.9
Not known 1 1.7 14 1.4

(@)
(b)

*

Rates are per 10,000 all births in each group.

Percentages are per 100 women in each group.

Termination of pregnancy at less than 20 weeks gestation.
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Figure 8: Indigenous status of women affected with NTD by year of birth or terminations of
pregnancy, NSW, Vic, SA and WA, 1998-2005
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Table 3.1: Number and estimated rate of all

NTD, New South Wales, 1992-2005

45

1 R 79D **
1992 112 12.6 10.4-15.1
1993 111 12.7 10.4-15.2
1994 86 9.8 7.8-12.1
1995 83 9.5 7.6-11.8
1996 81 9.4 7.4-11.7
1997 72 8.2 6.4-10.3
1998 76 8.8 6.9-11.0
1999 77 8.8 7.0-11.0
2000 68 7.7 6.0-9.8
2001 64 7.5 5.7-9.5
2002 58 6.7 5.1-8.7
2003 60 6.9 5.3-8.9
2004 54 6.3 4.7-8.2
2005 56 6.2 4.7-8.0

(a) Rates are per 10,000 live births and stillbirths in NSW.

Table 3.3: Number and estimated rate of all

NTD, South Australia, 1992-2005

45

, 79D **
1992 38 18.9 13.3-25.9
1993 32 16.0 11.1-22.6
1994 30 15.2 10.2-21.6
1995 37 18.9 12.9-25.4
1996 27 141 9.3-20.5
1997 32 171 11.7-24.2
1998 29 15.5 10.4-22.2
1999 21 11.3 7.0-17.3
2000 32 17.9 12.3-25.3
2001 27 15.3 10.1-22.2
2002 23 13.0 8.2-19.4
2003 21 11.8 7.3-18.0
2004 20 11.4 7.0-17.6
2005 23 12.6 8.0-19.0

(a) Rates are per 10,000 live births and stillbirths in SA.

34

Table 3.2: Number and estimated rate of all

NTD, Victoria, 1992-2005

45

E™ , 79D **
1992 102 15.4 12.5-18.6
1993 96 14.8 12.0-18.1
1994 110 16.9 13.9-20.4
1995 123 19.3 16.0-23.0
1996 112 17.8 14.7-21.4
1997 120 19.3 16.0-23.0
1998 78 12.6 9.9-15.7
1999 89 14.2 11.4-17.5
2000 78 12.5 9.9-15.6
2001 78 12.6 9.9-15.7
2002 75 11.9 9.3-14.9
2003 79 12.4 9.8-15.5
2004 86 13.5 10.8-16.7
2005 82 12.3 9.8-15.3

(a) Rates are per 10,000 live births and stillbirths in Vic.

Table 3.4: Number and estimated rate of all

NTD, Western Australia, 1992-2005

45

' . 79D ™
1992 49 19.3 14.3-25.6
1993 45 17.8 13.0-23.7
1994 55 21.6 16.3-28.1
1995 63 24.8 19.0-31.7
1996 36 14.1 9.9-19.5
1997 35 13.9 9.6-19.3
1998 35 13.6 9.5-19.0
1999 43 16.7 12.1-22.5
2000 42 16.6 12.0-22.5
2001 35 14.0 9.8-19.5
2002 34 13.7 9.5-19.2
2003 26 105 6.9-15.4
2004 45 17.6 12.9-23.6
2005 44 16.3 11.9-21.9

(a) Rates are per 10,000 live births and stillbirths in WA.
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Figure 11: Estimated overall prevalence of NTD based on data of three and four states, 1992-2005
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Table 4.1: All NTD reported from Vic, SA and WA by year of birth or
terminations of pregnancy, 1992-2005

_ , 79D **
1992 201 18.0 15.6-20.6
1993 188 17.1 14.7-19.7
1994 213 19.3 16.8-22.1
1995 232 21.3 18.7-24.3
1996 189 17.6 15.1-20.2
1997 205 19.3 16.7-22.1
1998 142 13.3 11.2-15.7
1999 153 14.3 12.1-16.8
2000 152 14.4 12.2-16.9
2001 140 13.4 11.2-15.8
2002 132 12.5 10.5-14.8
2003 126 11.9 9.9-14.1
2004 151 14.1 12.0-16.6
2005 149 13.3 11.3-15.6

78 Rates are per 10,000 live births and stillbirths.
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Figure 12: Estimated NTD rates in Australia based on data from Vic, SA and WA, 1992-2005
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Table 4.2: All neural tube defects by outcome, Vic, SA, and WA, 1998-2005
1 223 %6 @ # %&
- 1] . ’ e ’ e 1] .
1998 38 3.6 20 1.9 84 7.9 142 13.3
1999 33 3.1 24 22 96 9.0 153 14.3
2000 35 3.3 23 22 94 8.9 152 14.4
2001 27 2.6 33 3.1 80 7.6 140 13.4
2002 23 22 26 25 83 7.9 132 12.5
2003 20 1.9 28 2.6 78 7.4 126 11.9
2004 31 2.9 38 3.6 82 7.7 151 141
2005 34 3.0 38 3.4 77 6.9 149 13.3
(@) Rates are per 10,000 live births and stillbirths.
** Fetal deaths include stillbirths and pregnancy terminations of at least 20 weeks gestation.
Table 4.3: All live births with neural tube defects by outcome, Vic, SA, and WA, 1998-2005
1
- Lo ¢ Lo ¢ Lo
1998 38 3.6 29 76.3 2.8 9 23.7 0.9
1999 33 3.1 26 78.8 25 7 21.2 0.7
2000 35 3.3 27 771 2.6 8 22.9 0.8
2001 27 2.6 20 741 20 7 25.9 0.7
2002 23 2.2 14 60.9 1.4 9 39.1 0.9
2003 20 1.9 14 70.0 1.4 6 30.0 0.6
2004 31 2.9 22 71.0 21 9 29.0 0.9
2005 34 3.0 27 79.4 25 7 20.6 0.6

(@) Rates are per 10,000 live births and stillbirths.
(b)  Rates are per 10,000 live births.
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Figure 13: Rates of NTD by maternal age group when rates were based on three and four states

Table 4.4: All NTD, women’s age group by year of pregnancy, Vic, SA, and WA, 1998-2005

' : /77 /777 / ; < 9 %
<20 7 8 6 8 3 3 9 6 50
20-24 20 30 31 23 17 18 21 23 183
25-29 58 53 42 46 33 41 39 39 351
30-34 34 35 43 35 49 38 46 40 320
235 20 27 30 26 28 26 35 40 232
Not stated 3 0 0 2 2 0 1 1 9
A

<20 15.4 19.6 13.6 18.6 6.9 7.7 217 14.1 14.7
20-24 13.0 20.7 21.3 16.0 11.9 13.1 15.3 16.0 15.9
25-29 17.0 16.3 13.1 15.2 11.4 14.6 14.0 13.6 14.5
30-34 10.2 10.1 12.5 9.9 13.4 10.1 12.3 10.4 1.1
235 115 13.8 16.1 13.8 14.1 12.4 16.1 16.7 14.4

(a) Rates are per 10,000 women who gave birth each year by maternal age group.
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Table 5.1: All anencephaly among births®, Australia, 1998-2005
1 , Y23 , .,
1998 17 0.7 18 0.7 35 1.4
1999 8 0.3 15 0.6 23 0.9
2000 9 0.4 18 0.7 27 1.1
2001 7 0.3 17 0.7 24 1.0
2002 12 0.5 21 0.8 33 1.3
2003 9 0.4 14 0.6 23 0.9
2004 10 0.4 17 0.7 27 1.1
2005 6 0.2 18 0.7 24 0.9
1998-2005 78 0.4 138 0.7 216 1.1

(@)
(b)

* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

39

Includes all live births, stillbirths and pregnancy terminations of at least 20 weeks gestation or at least 400 g birthweight.

Rates are per 10,000 live births and stillbirths.
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Table 5.2: All anencephaly, including terminations of pregnancy, NSW, Vic, SA, and WA, 1998-2005

1 23 2%6 (@ #
45 45 (a) (a)
1998 9 0.5 16 0.8 73 3.8 98 5.1
1999 5 0.3 12 0.6 65 3.3 82 4.2
2000 7 0.4 18 0.9 59 3.0 84 4.3
2001 5 0.3 15 0.8 65 3.4 85 45
2002 10 0.5 19 1.0 54 2.8 83 4.3
2003 8 0.4 13 0.7 53 2.8 74 3.8
2004 7 0.4 15 0.8 57 3.0 79 4.1
2005 5 0.2 18 0.9 58 29 81 4.0
1998-2005 56 0.4 126 0.8 484 3.1 666 4.3
(a) Rates are per 10,000 live births and stillbirths.
* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.
** TOP — Terminations of pregnancy before 20 weeks gestation.
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Table 5.3: All anencephaly, including terminations of pregnancy, Vic, SA, and WA, 1998-2005

1 23 2%6 (@ #
45 45 45 45
1998 5 0.5 6 0.6 50 4.8 61 5.8
1999 2 0.2 10 1.0 46 4.4 58 55
2000 4 0.4 1 1.1 42 4.0 57 5.5
2001 2 0.2 9 0.9 50 49 61 59
2002 4 0.4 11 1.1 48 4.6 63 6.1
2003 4 0.4 6 0.6 48 4.6 58 5.6
2004 5 0.5 10 1.0 50 4.8 65 6.2
2005 2 0.2 11 1.0 50 4.6 63 57
Total 28 0.3 74 0.9 384 4.6 486 5.8
(@) Rates are per 10,000 live births and stillbirths.
* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.
* TOP — Terminations of pregnancy before 20 weeks gestation.
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Figure 14: Estimated prevalence of anencephaly by state of women’s residence and year of birth

or termination of pregnancy, NSW, Vic, SA and WA, 1998-2005
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Source: Australia - Australian Congenital Anomalies Monitoring System.
Other countries - International Clearinghouse for Birth Defects Surveillance and Research, 2006 annual report.

Figure 15: International comparison of the rates of anencephaly, 2000-2004
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Table 5.4: Characteristics of pregnancies affected with anencephaly, NSW, Vic,
SA, and WA, 1998-2005

" C ]
' f 4 5°
<20 38 5.7 6.0
20-24 93 14.0 4.2
25-29 215 323 4.8
30-34 197 29.6 3.9
235 109 16.4 3.8
Not stated 14 21
45

Indigenous 18 2.7 3.0
Non-Indigenous 314 471 1.7
Not stated 334 50.2
( 45
Singleton 626 94.0 4.2
Multiple 39 5.9 15.6
Not stated 1 0.2

%45
Male 109 16.4 1.0
Female 126 18.9 1.3
Indeterminate 23 35
Not stated 404 61.3
+ ®)
<20 484 72.7
20-31 119 17.9 359
32-36 29 44 23
237 32 4.8 0.2
Not stated 2 0.3

(@) Rates are per 10,000 women who gave birth.
(b) Rates are per 10,000 live births and stillbirths.
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Table 6.1: All spina bifida among births®, Australia, 1998-2005
_ 1 45 23 45 45
1998 46 1.8 34 1.4 80 3.2
1999 52 2.0 28 1.1 80 3.2
2000 59 2.3 25 1.0 84 3.3
2001 42 1.7 31 1.2 73 2.9
2002 36 14 25 1.0 61 24
2003 30 1.2 31 1.2 61 2.4
2004 51 2.0 36 1.4 87 3.4
2005 54 2.0 38 1.4 92 34
1998-2005 370 1.8 248 1.2 618 3.0

(@)
(b)

*

Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

45

Includes all live births, stillbirths and pregnancy terminations of at least 20 weeks gestation or at least 400 g birthweight.

Rates are per 10,000 live births and stillbirths.
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Table 6.2: Outcomes of the live births with spina bifida, Australia, 1998-2005
1
_ , b , b ( , b
1998 46 1.8 42 91.3 1.7 4 8.7 0.2
1999 52 2.0 44 84.6 1.7 8 15.4 0.3
2000 59 23 48 81.4 1.9 11 18.6 0.4
2001 42 1.7 32 76.2 1.3 10 23.8 0.4
2002 36 1.4 29 80.6 1.2 7 19.4 0.3
2003 30 1.2 26 86.7 1.0 4 13.3 0.2
2004 51 2.0 41 80.4 1.6 9 17.6 0.4
2005 54 2.0 46 85.2 1.7 7 13.0 0.3
1998-2005 370 1.8 308 83.2 1.5 60 16.2 0.3
(@) Rates are per 10,000 live births and stillbirths.
(b)  Rates are per 10,000 live births.
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Table 6.3: All spina bifida including terminations of pregnancy, NSW, Vic, SA, and WA, 1998-2005

1 3 w6 (@ #

- . ’ . e ] .
1998 37 1.9 28 1.5 49 25 114 5.9
1999 36 1.9 26 1.3 71 3.7 133 6.8
2000 44 2.3 21 1.1 54 2.8 119 6.1
2001 36 1.9 29 1.5 38 2.0 103 54
2002 30 1.6 23 1.2 38 2.0 91 4.7
2003 25 1.3 30 1.6 46 24 101 5.2
2004 39 2.0 32 1.7 40 2.1 111 5.8
2005 35 1.7 34 1.7 34 1.7 103 5.1
1998-2005 282 1.8 223 1.4 370 24 875 5.6

(@) Rates are per 10,000 live births and stillbirths.
* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

** TOP — Terminations of pregnancy before 20 weeks gestation.
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Table 6.4: All spina bifida including terminations of pregnancy, Vic, SA, and WA, 1998-2005

1 23 2%6( @ #

- , b , b , b .
1998 28 2.7 12 1.1 34 3.2 74 71
1999 25 24 13 1.2 45 43 83 7.9
2000 28 2.7 11 1.1 41 3.9 80 7.7
2001 22 21 19 1.8 26 25 67 6.5
2002 18 1.7 13 1.3 30 2.9 61 5.9
2003 14 1.3 18 1.7 27 2.6 59 5.7
2004 22 21 27 26 28 27 77 7.3
2005 26 24 23 21 22 2.0 71 6.5
1998-2005 183 2.2 136 1.6 253 3.0 572 6.8

(a) Rates are per 10,000 live births and stillbirths.
* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

* TOP — Terminations of pregnancy before 20 weeks gestation.
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Figure 16: The prevalence of spina bifida by state of women’s residence and the year of birth or
terminations of pregnancy, NSW, Vic, SA and WA, 1998-2005
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Note: Rates include live births, stillbirths and terminations of pregnancy.

Australian rate is based on data from New South Wales, Victoria, Western Australia and South Australia.
Source: Australia—Australian Congenital Anomalies Monitoring System.

Other countries—International Clearinghouse for Birth Defects Surveillance and Research, 2006 annual report.

Figure 17: International comparison of the rates of spina bifida, 2000-2004
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Table 6.5: Characteristics of pregnancies affected with spina bifida, NSW, Vic, SA,
and WA, 1998-2005

" C ]
Y ; 4 5°
<20 45 5.1 7.0
20-24 149 17.0 6.8
25-29 271 31.0 6.1
30-34 223 255 4.4
35-39 132 15.1 55
240 26 3.0 5.7
Not stated 29 3.3
45

Indigenous 38 4.3 10.3
Non-Indigenous 594 67.9 4.0
Not stated 243 27.8
( 45
Singleton 848 96.9 5.7
Multiple 27 31 10.8

%45
Male 286 32.7 3.6
Female 307 35.1 4.1
Indeterminate 7 0.8
Not stated 275 31.4
+ 45
<20 370 424
20-31 239 274 97.9
32-36 44 5.0 4.7
237 219 251 1.5

(a) Rates are per 10,000 women who gave birth.

(b) Rates are per 10,000 live births and stillbirths.
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Table 7.1: All encephalocele among births@, Australia, 1998-2005
_ 1 45 93 45 45
1998 10 0.4 6 0.2 16 0.6
1999 12 0.5 5 0.2 17 0.7
2000 8 0.3 7 0.3 15 0.6
2001 11 0.4 6 0.2 17 0.7
2002 7 0.3 5 0.2 12 0.5
2003 7 0.3 6 0.2 13 0.5
2004 10 0.4 8 0.3 18 0.7
2005 11 0.4 5 0.2 16 0.6
1998-2005 76 0.4 48 0.2 124 0.6

(@)
(b)

*

Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

51

Includes all live births, stillbirths and pregnancy terminations with at least 20 weeks gestation or at least 400 g birthweight.

Rates are per 10,000 live births and stillbirths.
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Table 7.2: Outcomes of the live births of encephalocele, Australia, 1998-2005

1
- 45 45 , e
1998 10 0.4 7 70.0 0.3 3 30.0 0.1
1999 12 0.5 9 75.0 0.4 3 25.0 0.1
2000 8 0.3 8 100.0 0.3 0 0.0 0.0
2001 1 0.4 9 81.8 0.4 n.p 18.2 0.1
2002 7 0.3 7 100.0 0.3 0 0.0 0.0
2003 7 0.3 6 85.7 0.2 n.p. 14.3 0.0
2004 10 0.4 7 70.0 0.3 3 30.0 0.1
2005 1 0.4 8 72.7 0.3 3 27.3 0.1
1998-2005 76 0.4 61 80.3 0.3 15 19.7 0.1

(a) Rates are per 10,000 live births and fetal deaths.
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Table 7.3: All encephalocele including terminations of pregnancy, NSW, Vic, SA, and WA,
1998-2005
1 %6 (0@

- 43 43 45 , e
1998 5 0.3 6 0.3 8 0.4 19 1.0
1999 9 0.5 5 0.3 1 0.6 25 1.3
2000 5 0.3 5 0.3 19 1.0 29 15
2001 7 0.4 6 0.3 8 0.4 21 1.1
2002 4 0.2 5 0.3 9 0.5 18 0.9
2003 7 0.4 6 0.3 7 0.4 20 1.0
2004 7 0.4 7 0.4 8 0.4 22 1.1
2005 8 0.4 5 0.2 8 0.4 21 1.0
1998-2005 52 0.3 45 0.3 78 0.5 175 1.1

(a) Rates are per 10,000 live births and stillbirth.

* Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

ok

TOP — Terminations of pregnancy before 20 weeks gestation.
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Table 7.4: All encephalocele including terminations of pregnancy, Vic, SA, and WA, 1998-2005
1 23 2%6 ( @ #
- > ‘e . f > ‘e > ‘e
1998 5 0.5 4 0.4 3 0.3 12 1.1
1999 6 0.6 4 0.4 8 0.8 18 17
2000 4 0.4 3 0.3 12 1.2 19 1.8
2001 5 0.5 6 0.6 5 0.5 16 1.6
2002 2 0.2 2 0.2 5 0.5 9 0.9
2003 3 0.3 5 0.5 6 0.6 14 1.3
2004 4 0.4 5 0.5 7 0.7 16 15
2005 6 0.5 4 0.4 5 0.5 15 14
1998-2005 35 0.4 33 0.4 51 0.6 119 1.4

(a) Rates are per 10,000 live births and stillbirth.

*  Fetal deaths include stillbirths and terminations of pregnancy with at least 20 weeks gestation.

* TO

P — Terminations of pregnancy before 20 weeks gestation.
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Figure 18: The prevalence of encephalocele by state of women’s residence and the year of
birth or termination of pregnancy, NSW, Vic, SA and WA, 1998-2005
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Australia
USA-Atlanta

Sweden

Norway
Germany-Saxonyhalt
France-Paris
Finland
Canada-National

Canada-Alberta

Notes: Rates include live births, fetal deaths and terminations of pregnancy.

Australian rate is based on data from New South Wales, Victoria, Western Australia and South Australia.
Source: Australia - Australian Congenital Anomalies Monitoring System.

Other countries - International Clearinghouse for Birth Defects Surveillance and Research 2006 annual report

Figure 19: International comparison of the rates of encephalocele, 2000-2004
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Table 7.5: Characteristics of pregnancies affected with encephalocele, NSW, VIC,

SA, and WA, 1998-2005
" C ]
Y ; o
<20 5 29 0.8
20-24 31 17.7 14
25-29 43 24.6 1.0
30-34 56 320 1.1
35-39 27 15.4 1.1
240 6 34 1.3
Not stated 7 4.0
45
Indigenous 6 3.4 1.6
Non-Indigenous 105 60.0 0.7
Not stated 64 36.6
( 45
Singleton 163 93.1 1.1
Multiple 11 6.3 44
Not stated 1 0.6
%45
Male 58 50.0 0.7
Female 55 47.4 0.7
Indeterminate 3 26
+ ()
<20 78 44.6
20-31 47 26.9 19.2
32-36 9 5.1 1.0
237 39 223 0.3
Not stated 2 1.1

(a) The rates are per 10,000 women who gave birth.
(b) The rates are per 10,000 live births and stillbirths.
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This report outlines the prevalence of all NTD including early terminations and the trends over
the years from 1992 to 2005 in four jurisdictions including New South Wales, Victoria, South
Australia and Western Australia and also presents estimated prevalence of NTD based on three
states (data excluding New South Wales). The prevalence and trends of births with NTD are
presented for all jurisdictions in Australia except Northern Territory from 1998 to 2005. As
most NTD are obvious at birth and information is collected from multiple sources, the
prevalence reported on births is expected to be accurate. This information will be useful in
comparing the rates of NTD in the future, especially after mandatory fortification of flour with
folic acid is introduced in September 2009. This information also will allow policy
development and planning of services for the future. The information on live births, neonatal
deaths and births that survived until the end of the neonatal period will be useful in planning
services for future management and rehabilitation of the survivors.

However, at least 50% of the pregnancies with NTD were terminated before 20 weeks
gestation. Therefore collection of data on early terminations is critical in reporting the accurate
prevalence of NTD. The report shows that the rates vary across all jurisdictions, so
generalisation of findings are difficult.

The total NTD rates for New South Wales, Victoria, South Australia and Western Australia
include all terminations of pregnancy, but data from New South Wales was incomplete.
Therefore estimated rates calculated using these four states could be under-estimates.
Nevertheless, data for individual states can be used to compare rates for each jurisdiction in the
future. As there were a large number of women who had pregnancies affected with NTD from
these four states (including pregnancy terminations), findings on the characteristics of women
and births was of value.

The data from four states showed a decreasing trend in NTD since the early 1990s. This decline
in NTD was approximately 33% between 1992 and 2005.

Victoria, South Australia and Western Australia had near complete data and estimated
prevalence based on data from these three states is expected to provide more reliable baseline
estimates for total NTD prevalence prior to the introduction of mandatory fortification of bread
flour with folic acid in Australia. The decline in NTD prevalence was 26% in these three states
from 1992 to 2005.

Folic acid fortification may cause beneficial effects on other congenital anomalies. This can be
observed using data from the congenital anomalies monitoring systems’ database.

The differences in data collected among the states demonstrate the need for a good quality
national data set. A program of national data development is underway with the aim of
developing a national minimum data set on congenital anomalies with the expectation of
providing high quality national data on congenital anomalies. This initiative will assist the
ACAMS in providing consistent national data on NTD that could be used in the future
evaluation of the outcomes of mandatory folic acid fortification of bread on NTD.

Ongoing data development and improvement of the quality of termination of pregnancy data in
all jurisdictions are essential to support national reporting of congenital anomalies and to
ensure the collection of high quality data.

Since ACAMS is collecting only a limited number of data items, linking to other data sets that
collect relevant data items will reduce the duplication of efforts.
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Developing ICD-10-AM classification for congenital anomalies
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Note: The source for all denominators is the National Perinatal Data Collection (Northern Territory excluded)

Table A: All births in Australia, 1998—-2005

/77 /777 / ; < 9
All births 251,798 253,834 253,672 250,556 251,376 253,263 253,731 268,720
Live births 249,952 252,075 251,793 248,828 249,699 251,478 251,834 266,783

Women who gave birth 247,945 249,830 249,443 246,342 247,084 248,965 249,434 264,142

Table B: Number of all births by characteristics 1998-2005

x Male 1,046,070
Female 990,089

+ PR <32 33,168
32-36 125,568

537 1,872,479

- 4 5 <1500 30,246
15002499 107,159

22500 1,899,383

Table C: Number of births by plurality, Australia, 1998-2005

C 1
Singleton 1,970,271 1,957,283
Plural 32,913 32,296

Table D: Women who gave birth by age group, Australia, 1998-2005

1 H
@ 8 < 98 7 ; 8:< :98;7 A< %

1998 12,413 40,716 81,014 74,413 33,581 5,714 92 247,943
1999 12,035 39,276 79,134 76,680 36,106 6,551 48 249,830
2000 12,118 38,496 78,276 77,738 36,211 6,547 57 249,443
2001 11,879 37,909 73,824 79,387 36,190 7,069 84 246,342
2002 11,686 37,206 70,878 82,334 37,429 7,473 78 247,084
2003 10,882 36,565 69,087 84,996 39,342 8,061 32 248,965
2004 11,070 36,121 67,745 85,534 40,680 8,242 42 249,434
2005 11,316 38,332 70,632 89,652 45,315 8,874 21 264,142
1998-2005 93,399 304,621 590,590 650,734 304,854 58,531 454 2,003,183
Live births 1998—-2005 92,305 302,309 586,969 646,950 302,770 57,863 411 1,989,577
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Table E: Age group of women who gave birth by
gestational age at delivery, Australia, 1998-2005

! F 4 5 @; ; 85> A;?
<20 2,267 6,238 84,454
20-24 4,972 17,457 281,106
2599 7,742 31,155 550,109
30-34 8,208 34,061 606,854
>35 5,949 22,482 334,072

Table F: Remoteness of the area of
residence, women who gave birth, 1998-2005

Major cities 1,324,812
Regional areas 564,914
Remote areas 49,055

Table G: Outcomes of all births by Indigenous status of women
who gave birth, Australia, 1998-2005

Live births 69,840 1,902,349 533
All births 70,684 1,914,946 581

Table H: Age group of women who gave birth by, Indigenous status, Australia,
1998-2005

Ll F 4 5 B #
<20 15,719 78,748 31
20-24 21,934 280,805 61
25-29 17,487 568,657 123
30-34 10,567 633,130 195
35-39 4,222 296,567 126
240 737 56,742 24
Not stated 18 297 21

Table I: Indigenous status of women who gave birth by gestational age at delivery,
Australia, 1998-2005

+ 4 #5 B #

<32 2,422 30,562 46
32-36 7,396 117,971 41
>37 61,602 1,798,632 489
Not stated 83 208 12
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Table J: Indigenous status of women who gave birth by plurality,
Australia, 1998-2005

¢ B #
Singleton 69,877 1,883,249 574
Multiple 807 31,607 7

Table K: Number of all births by individual states, NSW, Vic, Qld, SA and WA 1998-2005

- ' E I '
1998 86,305 62,091 48,163 18,733 25,677
1999 87,289 62,689 48,746 18,519 25,771
2000 87,922 62,564 49,316 17,872 25,229
2001 85,858 62,149 49,690 17,704 24,939
2002 86,005 63,133 49,196 17,745 24,784
2003 86,414 63,552 50,366 17,844 24,681
2004 85,626 63,700 50,910 17,521 25,528
2005 90,608 66,654 55,280 18,195 26,983
1998-2005 696,027 506,532 401,667 144,133 203,592

Table L: Number of all births, NSW,
Vic, SA and WA, 1992-2005

1992 200,749
1993 197,748
1994 197,888
1995 196,152
1996 194,045
1997 194,283
1998 192,806
1999 194,268
2000 193,587
2001 190,650
2002 191,667
2003 192,491
2004 192,375
2005 202,440
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Table M: Number of all live births,
NSW, Vic, SA and WA, 1998-2005

- 1
1998 191,402
1999 192,952
2000 192,260
2001 189,367
2002 190,403
2003 191,116
2004 190,895
2005 200,963

Table N: Women who gave births by age group, NSW, Vic, SA and WA, 1998-2005

L /77 /777 / : < 9
<20 8,659 8183 8274 8109 7990 7273 7529 7,683
20-24 29663 28269 27,844 27,367 26913 26238 25820 27,100
25-29 61,902 60,097 59,394 55813 53544 52227 50,894 52,680
30-34 58,367 60,351 60,973 61926 64,260 66,004 66438 69,140
35-39 26640 28,874 28669 28472 29756 31077 31,973 35392
240 4,540 5363 5244 5655 5906 6398 6490 6,975
Not known 81 29 31 66 58 17 27 21

Table O: Number of all births, NSW,
Vic, SA and WA by sex, 1998-2005

Male
Female
Indeterminate

Not stated

795,480
754,203
166
435

Table P: Number of all births, NSW, Vic, SA
and WA by Plurality, 1998-2005

- D

1998 186,982 2,872
1999 188,148 3,018
2000 187,334 3,095
2001 184,233 3,175
2002 185,234 3,193
2003 186,039 3,195
2004 186,024 3.147
2005 195,606 3,385
1998-2005 1,499,600 25,080
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Table Q: Remoteness of the area of residence
of women, NSW, Vic, SA and WA, 1998-2005

Major cities 1,113,578
Regional areas 378,260
Remote areas 32,175

Table R: Indigenous status by women'’s characteristics,
NSW, Vic, SA and WA, 1998-2005

36,745 1,487,563
D
<20 8,110 56,232
20-24 11,472 208,497
25-29 9,037 438,816
30-34 5,503 501,099
35-39 2,219 237,040
240 390 45,585
Not known 14 294
+
20-31 1,161 20,319
32-36 3,670 79,416
=37 31,908 1,387,677
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