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Internal memorandum

	To:
PRIMARY CARE HEALTH TEAMS, Cystic Fibrosis Teams, Pancreatic Oncology Teams, Gastroeneterology Teams. 
	                 Date: 14TH June 2024

	
	

	From:
NHS Highland Cyctic Fibrosis and Medicines Management and Information, NHS Highland

	SHORTAGE of Pancreatic Enzyme Replacement Therapy (PERT) (including Creon® and Nutrizym® products). 


There is an ongoing disruption to the supply affecting all pancreatic enzyme replacement therapies (PERT) mainly relating to issues with Creon® and Nutrizym® products. The current information available is:
· Creon® 10,000 and 25,000 gastro-resistant capsules are in limited supply until 2026.
· Nutrizyme® 22 capsules are out of stock until mid-August 2024. 

· Pancrex V capsules and powder remain available but are unable to support an increase in demand. 

· Unlicensed medicine (ULM) supplies of PERT may be sourced, but lead times vary.

Please refer to the latest Department of Health and Social Care (DHSC) medicines supply notification (MSN) regarding supply available within the UK as this position is likely to change over time (password required but available to any healthcare professional who registers). 
These supply issues mean some people are running out of PERT or experiencing difficulties or delays in accessing PERT. A best practice statement to support management of this clinical situation has been issued and endorsed by the British Society of Gastroenterology (Pancreas section); Pancreatic Society of Great Britain and Ireland, Pancreatic Cancer UK, GUTS UK, Cystic Fibrosis Trust, CF Medical Association and the British Dietetic Association. Please refer to this for more detailed advice.
Steps for prescribers and community pharmacists to take in the first instance:
1. Reassure the patient that pancreatic enzymes are still being delivered regularly into the United Kingdom. The supply situation is likely to continue to fluctuate but it is not anticipated that many individuals will run out of PERT completely or if they do that this will last for very long. 

2. Whilst the supply issues are ongoing, please encourage patients NOT TO STOCKPILE these medicines, as this will further drive the shortage. 
3. Ask patients to request their PERT prescription at least two weeks earlier than usual.
4. Issue only one month’s supply at a time. 

5. Liaise to identify what is available and be prepared to switch to alternative doses or formulations of PERT (see table below and more details in best practice statement). 

6. Ask the patient to contact you if they are going to run out of supplies within a week. Contact the Dispensary Manager at Raigmore Hospital on telephone 01463 704065 to discuss whether an emergency supply can be made from hospital stock. This will be done on a week to week basis.  
Additional steps for the prescriber:

1. Review ongoing need. Does the patient have proven pancreatic exocrine insufficiency? If not, then is a continued supply necessary? 
2. Give advice to patients with very limited supplies on how to best manage their remaining supplies (see best practice statement for fuller details. The section in Appendix 1 advice for patients is extremely helpful). This might include providing a PPI (omeprazole or lansoprazole) or H2 antagonist (famotidine or nizatidine) to reduce acid degradation of the enzymes in the stomach, confirming the patient is taking each dose spread throughout the meal, reducing doses with snacks rather than main meals first, prioritising meals with the most protein and energy, adjusting diet to accommodate any reduction in dose. Further advice can be sought from the patient’s specialist team, if necessary. 
3. For patients with GI symptoms following a switch of treatment or due to lack of PERT or for those suffering weight loss refer to the best practice statement for further advice and/or refer to patient’s specialist team for advice.
Additional steps for community pharmacies: 

1. Remind patients to store their existing supplies appropriately (some require refrigeration and those requiring storage at less than 25oC are best kept in the fridge too –this keeps it more effective). They should also rotate stock they hold in different places to prevent any wastage. 
2. Search a range of wholesalers and alternative products as stock availability may vary from day to day.
3. If there are no options for supply of PERT for an individual, consider whether an unlicensed medicine imported from another country would be suitable, could be sourced and supplied within a reasonable timescale (see latest Department of Health and Social Care (DHSC) medicines supply notification (MSN) regarding supply). Advice on assessing equivalence of ULMs to UK licensed products can be sought from Medicines Information in NHS Highland (telephone 01463 704288, e-mail nhshighland.medicineinformation@nhs.scot), if necessary.
Support for patients
Patients with cystic fibrosis will be under the care of a specialist centre, and they should contact their specialist team if they have any concerns.

Local contact details:
Cystic Fibrosis Nurse – Lesley Blaikie -07801306098 lesley.blaikie2@nhs.scot
Paediatric CF Dietician – April Sutherland – 01463 705097 paediatricdieticians@highland.gov.uk 

Useful sources of patient information

Pancreatic Cancer UK 
How to deal with Creon, Nutrizym or Pancrex supply issues - Pancreatic Cancer UK
Guts UK 
https://gutscharity.org.uk/2024/04/pert-supply-problems/ 
Cystic Fibrosis Trust 
Creon supply update (cysticfibrosis.org.uk)
Approximate Conversion chart

	Creon® 25,000 Dose
	Equivalent in Nutrizym® 22
	Equivalent in Creon® 10,000
	Equivalent in Pancrex® 340mg (8,000 units lipase)
	Equivalent in Pancrex® 125mg (2,950 units lipase)
	Equivalent in Creon® Micro*
	Pancrex® V powder*

	1 x Creon 25,000
	1 x Nutrizym 22
	3 x Creon 10,000
	3 x Pancrex 8,000
	8 x Pancrex 2,950
	5 scoops Creon Micro
	½ x 2.5ml spoon

	2 x Creon 25,000
	2 x Nutrizym 22
	5 x Creon 10,000
	6 x Pancrex 8,000
	16 x Pancrex 2,950
	10 scoops Creon Micro
	1 x 2.5ml spoon

	3 x Creon 25,000
	3 x Nutrizym 22
	8 x Creon 10,000
	9 x Pancrex 8,000
	24 x Pancrex 2,950
	15 scoops Creon Micro
	1½ x 2.5ml spoon

	4 x Creon 25,000
	4 x Nutrizym 22
	10 x Creon 10,000
	12 x Pancrex 8,000
	32 x Pancrex 2,950
	20 scoops Creon Micro
	2 x 2.5ml spoon

	5 x Creon 25,000
	5 x Nutrizym 22
	13 x Creon 10,000
	15 x Pancrex 8,000
	40 x Pancrex 2,950
	25 scoops Creon Micro
	2 ½ x 2.5ml spoon

	6 x Creon 25,000
	6 x Nutrizym 22
	15 x Creon 10,000
	18 x Pancrex 8,000
	48 x Pancrex 2,950
	30 scoops Creon Micro
	3 x 2.5ml spoon


*Mix with a mildly acidic puree (fruit yoghurt / apple sauce), rinse mouth with water and ensure thorough mouth care as at risk of ulceration if powder / granules get stuck in the gums / under dentures

Cautions when changing dose or preparation of PERT in patients taking:

· insulin or glucose lowering oral drugs, need close monitoring of blood glucose

· anticoagulation, especially warfarin, need closer monitoring. 

· immunosuppressive medications, may need doses adjusted

· any oral medicines - there may be changes in absorption if GI symptoms occur

· Using loperamide or other bowel slowing agents– NOT for CF patients

· Infective, inflammatory and obstructive causes of loose stools or faecal urgency should be ruled out prior to prescribing loperamide. 

· Consider vitamin supplementation in patients with malabsorption symptoms for a prolonged period. 
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