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	Ein cyf / Our ref: 257/22//FOI 


	Dyddiad / Date: 7th October 2022


Further to your request for information dated 6th September 2022, I am pleased to provide the following response. Please accept our apologies for the delay.
Your request and our response: 
Please can I request answers relating to the below questions.  A national collation of this information will be made available to any trust requesting it in reply.

1. How many patients in the last 12 months has the trust treated for metastatic Cholangiocarcinoma (CCA) or Acute myeloid leukaemia (AML)?
Provided in the table below are the number of patients treated for each of the conditions listed from  
	Condition
	Number of patients treated

	CCA
	4

	AML
	25 


a. For each of AML and CCA, how many have IDH-1 mutation?
In accordance with the Freedom of Information Act 2000, this letter acts as a Refusal Notice under section 17 of the Act.

This is not information that the Health Board routinely compiles or holds in a centralised location and easily accessible. Therefore, we would have to carry out a specific exercise to determine the information requested in relation to CCA and AML. 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 in excess of 72 hours to locate and review patient notes held across 3 acute hospital sites. This figure is based on a timescale of 15 minutes per patient record, there being 291 patient records to review (referred to in question 6 below). Therefore, to obtain the data would work out at approximately 72 hours @ £25.00 per hour (cost permitted under the Act) = £1,800.  
As you will be aware this is not an exemption which requires us to consider the application of the public interest test. 
b. How many CCA are intrahepatic vs extrahepatic?
Intrahepatic – 2 
Extrahepatic – 2 

c. How many of each of these present at 2nd line? How many of these at 2nd line have IDH-1 mutation?

d. For AML, how many patients were not fit for intensive chemotherapy? How many of these AML patients have IDH-1 mutation?
2. How many patients have been treated with pemigatinib (CCA), venetoclax plus azacitadine dual therapy or azacitadine monotherapy (AML )?

a. What is the average treatment duration for CCA patients treated with pemigatinib and AML patients treated with azacitadine dual therapy and azacitadine monotherapy? What is the preferred azacitadine product?
3. What is the real-world dosing for venetoclax (in combination with a CYP3A4)?

a. What is the antifungal of choice for patients treated with venetoclax?

b. What is the antifungal average treatment duration when used in combination with venetoclax ?

c. what proportion of patients are treated with an antifungal in combination with venetoclax?  In what proportion of patients is the antifungal treatment stopped? In what proportion of these pts is the venetoclax dosage altered following cessation of the antifungal?
4. Do you routinely test CCA and AML patients for IDH-1 mutation?

a. If so when does the testing take place. E.g. at diagnosis or following 1st line progression? Is this done using NGS panel? Is this done using PCR testing?

b. What is the average turnaround time for these tests?
Yes,  NGS panel at diagnosis  on all patients since ENLI 2022 AML guidelines. Prior to this guideline we only did the request only on selected patient who were deemed fit for intensive chemo

Turnaround time is 4 to 6 weeks from Cardiff. 1-2 weeks from Liverpool.

5. Who is responsible for the routine management of patients with CCA and AML?

a. Clinical oncologist / medical oncologist / specialist nurse etc?

Haematology team consisting of Consultant, Specialty Doctor, Advanced Nurse Practitioner and Clinical Nurse Specialist.
6. How many admissions have occurred in the last 12 months for patients with CCA and AML?

a. What is their average length of stay?
	
	CCA
	AML

	Total number of admissions 
	17
	274 

	Average length of stay (days) 
	8.9
	4.1


b. How many of these patients were readmissions or readmitted during this time? If readmitted, can you state the main reason?
Please see our response to question 2a above.

We welcome correspondence through the medium of Welsh
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