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	Ein cyf / Our ref: 560/22/FOI 


	Dyddiad / Date: 7th March 2023


Further to your request for information dated 7th February 2023, I am pleased to provide the following response. 
Your request and our response:
A. For the period 1st January 2022 to 31st December 2022 (or the most recent 12 month period available), the number of patients diagnosed with genetic haemochromatosis under your care.

Please note, for questions A and B, we can only provide information up to the 30th November 2022 due to the availably of data at this time. 
	Monthly figures for 2022
	Total

	January 
	45

	February 
	41

	March 
	56

	April 
	42

	May 
	48

	June 
	42

	July 
	49

	August
	44

	September
	54

	October
	67

	November
	49

	Grand Total 
	537


B. For the period 1st January 2022 to 31st December 2022 (or the most recent 12 month period available), the average time in days from first referral from primary care to the patient’s first appointment within your trust.

78 Days. 
C. A copy of your protocol and/or patient pathway applicable to the care of people with genetic haemochromatosis.

We follow the British Society for Haematology guidelines.
The information you have requested is already in the public domain and is available to the public via the British Society for Haematology.  This information is therefore exempt from disclosure to you under the Freedom of Information Act 2000 under S21 – Information accessible by other means. As you will be aware this exemption does not require us to consider the application of the public interest test. However, as our duty is to advise and assist, we recommend that your request be directed to: ttps://b-s-h.org.uk/guidelines/guidelines/diagnosis-and-therapy-of-genetic-haemochromatosis-review-and-2017-update
D. The date that your protocol/patient pathway for genetic haemochromatosis was last reviewed or revised.

It was last revised in 2019.
E. A copy of your clinical protocol(s) for Therapeutic Venesection.

Please find a copy embedded below. 
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F. The date that your protocol(s) for Therapeutic Venesection were last reviewed or revised.

It was last revised in 2019.

We welcome correspondence through the medium of Welsh
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Haemochromatosis Venesection Programme:

Patient label

CONSULTANT:
Phase 1: Initiate Iron depletion: Aim for Ferritin <50

e Check FBC prior to every venesection
e Check Ferritin every month
e Stop if HB <11 g/dIi

Phase 2: maintain iron depletion aiming for Ferritin < 50 or <100
(please circle)

e Check saturation annually after initial successful iron
depletion
¢ 3 monthly ferritin monitoring
1. If Ferritin between 50 and 100 then repeat after 2 months
if still rising x1 venesection and repeat ferritin in 30
months.
2. If patient suitable encourage to contact local blood
donor stations to arrange venesections in community.

Prescribed venesection: (please circle)

I Scptember 2019 review September 2020





e Weekly

¢ Fortnightly

e Monthly

450mls blood (half the volume if cardiorespiratory compromise)
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