NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New patient registrations by month and primary diagnosis.
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New and cumulative patient registrations by month and primary diagnosis.

Active patients registered Cumulative active patients

Month Sickle Cell Thalassaemia Other Sickle Cell Thalassaemia Other
Feb-2023 77 13 10 15,249 2,260 763
Mar-2023 134 15 10 15,383 2,275 773
Apr-2023 84 11 11 15,467 2,286 784
May-2023 100 9 10 I 15,567 2,295 794
Jun-2023 78 14 8 15,645 2,309 802
Jul-2023 168 22 29 15,813 2,331 831
Aug-2023 76 10 19 15,889 2,341 850
Sep-2023 65 9 10 | 15,954 2,350 860
Oct-2023 70 9 5 ; 16,024 2,359 865
Nov-2023 181 9 13 } 16,205 2,368 878
Dec-2023 104 15 9 16,309 2,383 887
Jan-2024 228 31 9 16,537 2,414 896

MD/

Page 2 of 10 | Report produced on 23-Feb-2024 | Report version 1.0 | support@mdsas.com SAS


https://www.mdsas.com/
http://www.mdsas.com/

NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

Total active registrations for patients diagnosed with sickle

cell - from 01-Feb-2023.
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New sickle cell patient registrations by month and secondary diagnosis.
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.

*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New and cumulative patient registrations diagnosed with sickle cell by month and secondary diagnosis.

Secondary diagnosis E E ;% § .5, E g § 5‘3 é E ,%
HbS beta + thalassaemia 5 3 2 1 3 4 1 1 4 2 2 4
= HbS Beta 0 thalassaemia 1 2 0 1 0 4 0 1 2 3 0 4
% HbS D Punjab 0 0 0 1 0 0 1 1 0 0 0 0
'% HbS HPFH 0 1 0 0 1 1 0 0 0 0 2 0
o HbS Lepore 0 0 0 0 0 0 0 0 0 0 0 0
% HbS O Arab 0 0 0 0 0 0 0 0 0 0 0 0
g HbS: variant 0 2 1 0 0 3 0 0 0 0 0 0
12-3 HbSC 18 36 24 33 24 48 18 16 20 65 31 49
= HbSE 0 2 0 1 1 1 1 0 0 0 0 0
HbSS 53 88 57 63 49 107 55 46 44 111 69 171
HbS beta + thalassaemia 621 624 626 627 630 634 635 636 640 642 644 648
»  HbS Beta 0 thalassaemia 291 293 293 294 294 298 298 299 301 304 304 308
c
.g HbS D Punjab 40 40 40 41 41 41 42 43 43 43 43 43
§ HbS HPFH 142 143 143 143 144 145 145 145 145 145 147 147
% HbS Lepore 8 8 8 8 8 8 8 8 8 8 8 8
§ HbS O Arab 7 7 7 7 7 7 7 7 7 7 7 7
®  HDbS: variant 22 24 25 25 25 28 28 28 28 28 28 28
g HbSC 4,268 4,304 4,328 4,361 4,385 4,433 4,451 4,467 4,487 4,552 4,583 4,632
~ HbSE 36 38 38 39 40 41 42 42 42 42 42 42
HbSS 9,814 9,902 9,959 10,022 10,071 10,178 10,233 10,279 10,323 10,434 10,503 10,674
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New thalassaemia patient registrations by month and secondary diagnosis.
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.

*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New and cumulative patient registrations diagnosed with thalassaemia by month and secondary diagnosis.
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Secondary diagnosis i = < = = 3 I N e} z o} 3
Alpha thalassaemia Major 0 0 1 1 0 0 0 0 0 0 0 1
Beta thalassaemia intermedia (excluding HbE
T thalassaemia) 1 3 0 1 3 6 0 0 1 2 1 5
§ Beta thalassaemia major (excluding HbE Beta
% thalassaemia) 3 5 4 3 4 5 4 4 2 4 8 9
g E Beta thalassaemia (not transfusion
.g dependant) 0 1 0 0 0 4 4 0 1 0 0 5
'% E beta thalassaemia (transfusion dependant) 1 1 4 2 1 1 1 0 1 0 2 1
o
) HbH : variant 0 0 0 0 0 0 0 0 0 0 0 0
=
g HbH Disease 5 2 2 1 6 4 1 1 2 1 4 7
HbH: constant spring 0 0 0 0 0 0 0 0 0 0 0 0
Other Thalassaemia 3 3 0 1 0 2 0 4 2 2 0 3
Alpha thalassaemia Major 4 4 5 6 6 6 6 6 6 6 6 7
Beta thalassaemia intermedia (excluding HbE
42 thalassaemia) 366 369 369 370 373 379 379 379 380 382 383 388
-2 Beta thalassaemia major (excluding HbE Beta
S thalassaemia) 1,162 1,167 1,171 1,174 1,178 1,183 1,187 1,191 1,193 1,197 1,205 1,214
¢ E Beta thalassaemia (not transfusion
‘+  dependant) 52 53 53 53 53 57 61 61 62 62 62 67
©
¢ E beta thalassaemia (transfusion dependant) 75 76 80 82 83 84 85 85 86 86 88 89
§ HbH : variant 1 1 1 1 1 1 1 1 1 1 1 1
% HbH Disease 423 425 427 428 434 438 439 440 442 443 447 454
)
HbH: constant spring 3 3 3 3 3 3 3 3 3 3 3 3
Other Thalassaemia 174 177 177 178 178 180 180 184 186 188 188 191
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New patient registrations diagnosed with another rare inherited anaemia (other) by month and secondary diagnosis.
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New and cumulative patient registrations diagnosed with another rare inherited anaemia (other) by month and secondary diagnosis.

Active patients registered
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NHR - Monthly status report - February 2024.

Showing data entered for active* patients in the last 12 months up to 31/01/2024.
*Active patient registrations on the NHR. Patients may be registered at more than one centre.

New and cumulative patient registrations diagnosed with another rare inherited anaemia (other) by month and secondary diagnosis.
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Cumulative patients registered E g <En:L § -5C’> §> ? § 8 § g E
ADA 2 1 1 1 1 1 1 1 1 1 1 1 2
Congenital dyseythropoietic anaemia type 1 10 10 10 10 10 12 13 13 13 14 14 14
Congenital dyseythropoietic anaemia type I 10 10 10 10 10 11 11 11 11 11 11 11
Congenital dyseythropoietic anaemia type Il 2 2 2 2 2 2 2 2 2 2
Congenital dyseythropoietic anaemia type IV 1 1 1 1 1 1 1 1 1 1 1 1
Congenital dyseythropoietic anaemia type other 13 14 14 14 14 14 14 14 14 14 14 14
Congenital dyseythropoietic anaemia type VI 0 0 0 0 0 0 0 0 0 0 0 0
Diamond Blackfan Anaemia 117 117 118 121 121 126 126 126 127 128 128 130
Glucose Phosphate Isomerase Deficiency 1 1 1 1 1 1 1 1 1 1 1 1
Hexokinase Deficiency 0 0 0 0 0 0 0 0 0 0 0 0
High affinity haemoglobin haemoglobin 5 5 6 6 7 7 8 8 8 8 8 8
Methaemoglobin 8 8 8 8 8 8 8 8 9 9 9 9
Other rare anaemia cause unknown 474 481 487 493 497 517 533 542 545 555 560 566
Pyruvate Kinase Deficiency 74 75 75 75 76 77 78 78 78 78 82 82
Sideroblastic anaemia 31 32 33 34 35 35 35 36 36 37 37 37
Transfusion dependent membrane disorders 4 4 4 4 4 4 4 4 4 4 4 4
Unstable haemoglobin 12 12 14 14 15 15 15 15 15 15 15 15
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