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Genetic Haemochromatosis (GH)

Lethargy
Brain fog
Joint pain
Low libido

* The most common inherited disorder in Wales (1:150)

» Excessive absorption of iron from the diet

* Iron cannot be excreted from the body, so is stored In
body organs

» Clinical symptoms are vague

Liver disease
o _ Heart failure
» Clinical consequences potentially severe Diabetes

Premature death Created with Biorender.com
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Treatment for GH

* Treatment Is simple, by taking approximately 500ml blood on
a regular basis (venesection)

* lIron stores should be monitored regularly via blood tests

- Currently, most patients are venesected in a hospital
outpatient department —blood disposed.

Venesection

|
- Monitor iron stores

* Venesection the same as blood donation!

Created with Biorender.com
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The need for change...

- British Society for Haematology (BSH) guidelines state... “venesect as
required, preferably at a blood donation centre”

- Alleviate pressure on hospital clinics
* Increase national blood stocks, which are under constant pressure

» Optimise blood health - a Healthier Wales

* Environmental impact — reduces waste
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Proof of concept & [
- WBS have accepted donors with GH since 2017
- Much lower than anticipated uptake from many Health Boards

- What are the barriers?

 Proof of concept, Bevan Exemplar project with CTM UHB
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Patient and public involvement

: H h ise UK
 Haemochromatosis UK (HUK) (Haemochromtosis-uk @)

- Survey of GH members: many were not aware they could donate
blood

» Current GH donors enjoy the donor experience

* Highlighted some areas for WBS improvement
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WBS response to HUK survey

- Confirmed our belief of potential to recruit more blood donors with GH
- Donor concerns around flexibility of dates — has been addressed
- WBS offer priority booking of donor sessions to those with GH

 Location and frequency of blood donor clinics — under review!
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CTM UHB engagement

* IT limitations! Staff pressure!!
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- Created a database of all GH patients
- ldentified those eligible to donate
- Mapped patient location using postcodes
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- Letters inviting all eligible individuals

Patients eligible to donate n=153
Royal Glamorgan Hospital
Prince Charles Hospital
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Potential CTM impact

* Impact for CTM Clinical Haematology annually:

+ 260 hours of clinical chair time for other patients (chemotherapy)
- 130 staff hours released

» 312 Kg less incinerated waste

« £5925 cost saving

- Potential for 3 new blood donor venues in CTM UHB area
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WBS Impact

* 42% reduction in new blood donors in 2023
* Low blood stock levels for 16 weeks of 2023 (group O!)
- 58% of donors with GH are group O

* 91 new donors recruited during Bevan Exemplar project
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Potential impact for Wales

- Spread and scale across all HBs in Wales, based on CTM findings:

Resource | Saving

Chair time 2190 hours

Staff time 1095 hours
Incineration reduction 2628 Kg
Financial costs £50,283

- WBS benefits from 4,380 units of blood per annum (5.6% total hospital demand)

+ Support individuals with GH to manage their own blood health
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Or
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The patient story

BHNCG

Grwp Goruchwylio lechyd Gwaed Cenedlaethol
Blood Health National Oversight Group

'The NHS needs to take Celtic Byw gyda haeplochromatosis,
Disease more seriously’ y 'clefyd Celtaidd’

@ 7 November 2023 ®© 3 Mehefin 2021

| Hywel Lloyd and her sister Carys live with the condition of haemochromatosis | Mae'n 15 mlynedd ers | Gwilym Wyn Roberts gael diagnosis o haemochromatosis
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