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Freedom of Information Act 2000
 
1. Please provide the total number of patients treated in the last 6 months for Polycythaemia Vera (ICD-10 code D45); Myelofibrosis (ICD-10 code D47.4); Myelofibrosis (ICD-10 code D47.4) patients aged 65 and older.
Please note, due to the way our information is recorded we are unable to provide the total number of patients treated for the below conditions in the last 6 months. However, under the Health Board’s obligation to advise and assist, we have included the total number of patients discharged with the cited codes in any diagnosis code position in the table below. 
We have provided the data using ‘less than or equal to 5’ due to the low numbers involved.  If we were to release the exact figures for the criteria specified, they could be linked with other information available in the public domain, thus potentially risking identification of individuals.
	Condition
	Number of patients treated

	Polycythaemia Vera (ICD-10 code D45)
	42

	Myelofibrosis (ICD-10 code D47.4)
	≤5

	Myelofibrosis (ICD-10 code D47.4) patients aged 65 and older
	11


2. Please provide the number of patients treated in the past 6 months (for any disease) with: Ruxolitinib; Fedratinib; Momelotinib.
	Drug Name
	Number of patients treated

	Ruxolitinib
	30

	Fedratinib
	0

	Momelotinib
	0


3. Please provide the number of patients treated in the past 6 months for Myelofibrosis (ICD-10 code D47.4) with Ruxolitinib; Fedratinib; Momelotinib.
	Drug Name
	Number of patients treated

	Ruxolitinib
	6

	Fedratinib
	0

	Momelotinib
	0


4. How many Myelofibrosis (ICD-10 code D47.4) patients has your Health Board diagnosed in the past 3 years?
Please note, due to the way our information is recorded we are unable to provide the total number of patients the Health Board has diagnosed with Myelofibrosis in the last 6 months. 
However, under the Health Board’s obligation to advise and assist, we can confirm that 47 patients have been discharged from BCUHB with D47.4 in any diagnosis code position over the past 3 years. 
5. Of these patients, how many were treated in the past 6 months with Hydroxycarbamide?
In accordance with the Freedom of Information Act 2000, this letter acts as a Refusal Notice under section 17 of the Act.
The Health Board does not hold the data in a format that would enable us to respond to your request to the level of detail required. As this is not information that the Health Board routinely compiles, we would have to carry out a specific exercise to collate this data.  From our preliminary assessment, we estimate that to comply with your particular request would exceed the appropriate costs limit under section 12 of the Freedom of Information Act 2000.  This is currently £450. In reaching this decision we estimate that it would take staff approximately 30 hours to locate and review the notes of all 358 patients who were treated with Hydroxycarbamide and Interferon therapy to establish if any of those patients have a diagnosis of Myelofibrosis. This figure is based on a timescale of 5 minutes per set of patient notes. Therefore, obtaining the data would work out at approximately 30 hours x £25.00 per hour (cost permitted under the Act) = £750.
As you will be aware this is not an exemption which requires us to consider the application of the public interest test.
6. Of these patients, how many were treated in the past 6 months with Interferon therapy?
Please refer to response to Question 5 above. 
7. Of these patients, how many have received no active treatment in the past 6 months?
Please refer to response to Question 4 above. 
8. Does your Health Board participate in any clinical trials for the treatment of myelofibrosis? If so, can you please provide the name of each trial along with the number of patients taking part 

The Health Board currently does not participate in any clinical trials for the treatment of myelofibrosis.
  
  

