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gofalu am ein gilydd, cydweithio, gwella bob amser
 caring for each other, working together, always improving

	
    Rydym yn croesawu gohebiaeth yn y Gymraeg neu'r Saesneg. Atebir gohebiaeth Gymraeg yn y Gymraeg, ac ni fydd hyn yn arwain at oedi.  We welcome correspondence in Welsh or English. Welsh language correspondence will be replied to in Welsh, and this will not lead to a delay.
Cais Rhyddid Gwybodaeth / Freedom of Information request
Ein Cyf / Our Ref: 23-J-032






You asked:
Q1. In the past 12 months, how many patients have been admitted as inpatients for each of the following conditions* (primary or secondary diagnosis)?
·  Adult Onset Stills Disease (AOSD) – ICD10 code M06.1
· Juvenile Arthritis with Systemic Onset (SJIA) – ICD10 code M08.2
· Periodic Fever Syndromes including Familial Mediterranean Fever (FMF), Tumor Necrosis factor Associated Periodic Syndromes (TRAPS) or Melvonate Kinase Deficiency (MKD) – ICD10 code E85.0
· Cryoprin-associated Periodic Syndromes (CAPS) – ICD10 code not available

*In case you do not treat any condition, please provide the name of the trust you refer these patients to. 

Q2. How many patients has your trust/health board treated with Anakinra (Kineret) in the past 12 months, for each of the following:
· Any medical condition
· Rheumatoid Arthritis
· Adult Onset Stills Disease (AOSD)
· Juvenile Arthritis with Systemic Onset (SJIA)
· Periodic Fever Syndromes (FMF, TRAPS or MKD)
· Cryoprin-associated Periodic Syndromes (CAPS)**

Q3. How many patients has your trust/health board treated with Canakinumab(Ilaris) in the past 12 months, for each of the following:
· Any medical condition
· Adult Onset Stills Disease (AOSD)
· Juvenile Arthritis with Systemic Onset (SJIA)
· Periodic Fever Syndromes (FMF, TRAPS or MKD)
· Cryoprin-associated Periodic Syndromes (CAPS)**

Q4. How many patients has your trust/health board treated with Tocilizumab in the past 12 months, for each of the following:
· Any medical condition
· Adult Onset Stills Disease (AOSD)
Grand Total
Adult Onset Stills Disease (AOSD) – ICD10 code M06.1
14
Juvenile Arthritis with Systemic Onset (SJIA) – ICD10 code M08.2
0
Periodic Fever Syndromes including Familial Mediterranean Fever (FMF), 
Tumor Necrosis factor Associated Periodic Syndromes (TRAPS)
Melvonate Kinase Deficiency (MKD) – ICD10 code E85.0
< 5

· Juvenile Arthritis with Systemic Onset (SJIA)
· Periodic Fever Syndromes (FMF, TRAPS or MKD)
· Cryoprin-associated Periodic Syndromes (CAPS)**

Q5. How many patients has your trust/health board treated with Etanercept in the past 12 months, for each of the following:
· Any medical condition
· Adult Onset Stills Disease (AOSD)
· Juvenile Arthritis with Systemic Onset (SJIA)
· Periodic Fever Syndromes (FMF, TRAPS or MKD)
· Cryoprin-associated Periodic Syndromes (CAPS)**


Our response:

Q1. 
[image: ]
Q2. 
To obtain this information would involve a manual trawl and search of records which we have estimated would significantly exceed the 18 hours limit set down by the FOI Act as the reasonable limit. Section 12 of the FOI Act and The Freedom of Information and Data Protection (Appropriate Limit and Fees) Regulation 2004 provides that we are not obliged to spend in excess of 18 hours in any sixty day period locating, retrieving and identifying information in order to deal with a request for information and therefore we are withholding this information at this time. 
Q3. 
Please see Q2

Q4. 
Please see Q2

Q5. 
Please see Q2

** All patients with Cryoprin associated Periodic Syndromes (CAPS) are referred to:

National Amyloidosis Centre 
[bookmark: _GoBack]University College London
Rowland Hill Street
London  NW3 2PF
UK
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Diagnosis Total 

Adult Onset Stills Disease (AOSD) – ICD10 code M06.1 14

Juvenile Arthritis with Systemic Onset (SJIA) – ICD10 code M08.2 0

Periodic Fever Syndromes including Familial Mediterranean Fever 

(FMF), 

Tumor Necrosis factor Associated Periodic Syndromes (TRAPS)

Melvonate Kinase Deficiency (MKD) – ICD10 code E85.0

< 5
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