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How to deal with pancreatic enzyme replacement therapy (PERT) supply issues: Information for patients
What is pancreatic enzyme replacement therapy (PERT)?
The pancreas is an organ which lies beneath the stomach, it has 2 main functions:
1. It releases enzymes to help with the digestion of food and absorption of nutrients from the diet.
2. It releases insulin to help regulate blood sugar levels.
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When the pancreas is damaged, partially removed or not working as well as it should, this can cause a condition known as pancreatic enzyme insufficiency (PEI).  In this case, you may be prescribed pancreatic enzyme replacement therapy (PERT) to help break down and digest nutrients from food.
Common brands of PERT include Creon, Nutrizym and Pancrex V.
Why can’t I access my usual PERT prescription?
There are currently UK wide intermittent supply issues surrounding PERT medications.  This means that some people are running out of PERT or that they may need to use a different type of PERT medication.  This leaflet aims to provide you with some information around steps you can take when you cannot access your normal supply of PERT.  Please be assured that Pharmacy teams are working to obtain supplies of PERT as and when they become available.
What are the symptoms of untreated pancreatic enzyme insufficiency (PEI)?
Because PERT is needed to break down and digest food, the following symptoms can occur if you are unable to take your usual prescription:
· Bloating
· Excess wind
· Diarrhoea
· Abdominal pain/discomfort
· Urgency to open bowels
· Fatty stools (steatorrhoea)-stools can appear pale in colour and be difficult to flush
· Difficult to manage blood sugar levels (in those with diabetes)
· Unintentional weight loss/malnutrition
· Vitamin and mineral deficiencies
The advice in this leaflet aims to offer some support and guidance when PERT supplies are running low or you are temporarily unable to access your usual prescription.  It is based on guidance from the expert group ‘The Pancreatic Society of Great Britain and Northern Ireland’ 1 and from the charity ‘Guts UK’ 2
When PERT supplies are available, there are some steps you can take to help manage the situation:
· The Department of Health and Social Care has recommended that all patients are issued with a 1 month supply at a time to help regulate supplies; this may mean that you need to order repeat prescriptions more frequently
· Wherever possible, please try to give your pharmacy at least 2 weeks’ notice for repeat prescriptions to give them time to source your medications
· Be aware that you may be prescribed an alternative to your usual PERT prescription but this will be based on national guidance and dosages etc will be amended by your pharmacist as appropriate.  
· If you are prescribed an alternative to your usual PERT supply (e.g. if you usually take Creon but are issued with Pancrex V instead) follow the alternative dosage instructions on the box/leaflet-your pharmacist will have calculated the alternative dose in line with your usual prescription
· Please make sure you store your PERT medication correctly (below 25 degrees) and use up supplies in date order to make sure it does not go out of date
· Please avoid stockpiling of PERT medication



If there are limited PERT supplies available
If your pharmacist is trying to source PERT and you are waiting for a delivery, there are some steps you can take to help your existing supply last as long as possible:
Medications:
· Ensure you are taking a medication to help reduce the acid in your stomach (this helps the enzymes work more effectively).  For example:
· Proton Pump Inhibitors (PPI)- Omeprazole, Lansoprazole, Pantoprazole
· H2-receptor antagonist- Famotidine, Nizatidine
If you are not taking one of the above medications, please discuss this with your GP practice
· We would recommend that you take a daily A-Z multivitamin-these can be purchased over the counter at pharmacies and supermarkets
· We would also recommend that you take a daily calcium and vitamin D supplement which contains at least 500mg of calcium and 800iu vitamin D
· If you start to experience symptoms such as urgency to open your bowels or loose stools (diarrhoea), Loperamide (Immodium) may help.  This medication isn’t suitable for everyone-discuss with your GP practice or hospital team in the first instance.
How to reduce your dose to make supplies last longer
· Reduce the dose of PERT by one capsule with any snacks you take
· Make the most of the meals you have and spread your PERT out to optimise digestion
· If your supply continues to run low, reduce the dose of PERT by one capsule with each meal and snack
· Suitable snacks that DO NOT require PERT to be taken with them include
· Sugar free jelly
· Fruit (1 portion at a time-e.g. 1 piece of medium fruit such as 1 banana/1 apple, 2 small fruits such as 2 tangerines/plums, or a handful of berries or grapes)
· Vegetable sticks (try carrots, cucumber, celery or peppers)
· Small amounts of marmite, salsa, ketchup or mustard, which can be used to add some flavour to vegetable sticks
· Higher fat meals and snacks require higher dosages of PERT to help the body to break down and digest them.  You could try swapping some foods and drinks to lower fat alternatives-see examples in table 1 overleaf (*if you are losing weight or are underweight, seek advice from your Dietitian before making these changes)

	Food group
	Higher fat option (choose less of these)
	Lower fat option (choose more of these)

	Fats & oils
	Butter, lard, ghee, cooking oils (e.g. olive oil, sunflower oil, vegetable oil), margarine 
	Low fat spread, cooking sprays (e.g. Frylite or 1kcal spray)

	Dairy products
	Full fat milk, full fat yogurt (e.g. greek yogurt/thick & creamy yogurt), cream (all varieties), full fat crème fraiche, cheese, full fat cheese spread
	Semi-skimmed or skimmed milk, low fat or fat free yogurt, reduced fat cheddar, reduced fat cheese spread (e.g. Philadelphia lightest/dairylea light triangles).  Choose extra mature cheddar and grate a small amount into dishes to maximise flavour.  Choose tomato based sauces rather than creamy or cheesy sauces (e.g. Penne pasta in tomato sauce instead of macaroni cheese or carbonara), fat free cottage cheese

	Meat, fish & poultry
	Meats with visible fat (e.g. bacon, steak, gammon steaks), meat fried in oil, meat with visible skin (e.g. chicken breast or thighs with skin), oily fish (e.g. mackerel), tinned fish in oil (e.g. sardines in sunflower oil), deep fried or battered meats or fish
	Lean cuts of meat, reduced fat mince (e.g. 5% fat mince)-fry without oil and drain off any excess fat, grill/bake/poach meat & fish rather than frying, choose tinned fish in spring water or brine rather than oil, choose  white fish (e.g. cod, haddock)

	Plant based protein sources
	Nut butters (e.g. peanut butter, almond butter)
	Pulses (e.g. lentils, chickpeas, beans), quorn/tofu (up to 100g)

	Carbohydrate based foods
	Croissants, brioche, pastries, deep fried chips, roast potatoes cooked in oil
	Bread, breakfast cereals, potatoes (mashed or boiled rather than fried, rice, pasta

	Fruit & vegetables
	Avocado
	Most fruit and vegetables are low in fat and do not need to be restricted

	Sauces/condiments
	Full fat mayonnaise, cheese sauce, creamy sauces (e.g. béarnaise, hollandaise), coleslaw made with full fat mayonnaise
	Tomato ketchup, tomato based sauces, mustard, soya sauce, vinegar or low fat salad dressings, reduced fat coleslaw (choose small portion)

	Drinks
	Coffee or hot chocolate made with full cream milk/cream (e.g. latte/mocha/cappuccino)
	Tea or black coffee with or without small amount semi skimmed or skimmed milk, low calorie hot chocolate made with water


Table 1: High fat foods and low fat alternatives

Advice for people with Diabetes
You should not need to change any of your diabetes management if your diabetes is controlled by:
· Diet alone
· Metformin
· DPP4-inhibitors (gliptins)
If you take insulin or other medicines that can cause hypoglycaemia (low blood sugar levels), you may need to take less of this medication.  This is because PERT is needed to absorb starchy carbohydrates from food.  
Hypoglycaemia occurs when your blood sugar level is below 4mmol/l.  Symptoms of this can include sweating, shaking, blurred vision, palpitations, confusion, agitation, tingling lips and hunger.
If your blood glucose levels drop below 4mmol/l, you should correct this with 15-20g of quick acting glucose such as 150-200ml fresh fruit juice, 3-5 jelly babies, 60ml Glucojuice/Lift drink or 5 Glucotabs. 
If you are experiencing more frequent hypos and take insulin to manage your diabetes and have concerns about your blood sugar levels, please contact the Diabetes Triage line on 01387 244214 Monday-Friday 9am-3pm
Advice for people taking nutritional supplement drinks
If you are taking nutritional supplement drinks, e.g. Complan, Fortisip, Ensure, ask your Dietitian if these can be changed to a peptide-based supplement drink, e.g. Vital 1.5, Peptisip Energy HP.  Peptide-based drinks can usually be taken without PERT.  Juice-based supplement drinks such as Fortijuce or Ensure Plus Juice can normally be taken without PERT but we would advise you to sip them slowly to help absorption.
Advice for people taking other medications
Other medications may not be absorbed as well as they should be.  This is particularly important for people who take medication to prevent seizures, for those who take medication to prevent drug clots, and for those who take the oral contraceptive pill.  If you are taking the oral contraceptive pill, an additional form of contraception should be used.
If any of the above apply to you, ask your GP practice for a medication review.
Advice for people who are losing weight or are underweight
If you are losing weight, speak with your Dietitian or GP about peptide-based supplement drinks which can be taken without PERT.
If there are no PERT supplies available
If you completely run out of PERT, try not to worry.  Regular supplies are still coming into the country and pharmacy teams are working hard to source stock for you as soon as this becomes available.  This is being monitored closely on a regular basis.
Tell your pharmacist as soon as possible if your stock is running low or if you completely run out.  They will try to source an alternative for you.
If you are temporarily unable to source any PERT and are under the care of a specialist hospital team, ask if they have enough supplies to issue you with a short term supply.  This is especially important if you have had a total pancreatectomy (operation to remove the pancreas), pancreatic cancer or if you have insulin dependant diabetes.
If you are unable to eat food because of your symptoms
· Drink plenty of fluids
· Speak with your Dietitian or GP about a prescription of peptide-based nutritional supplement drinks-these can be used as a meal substitute until you are able to obtain PERT supplies.  You can add milkshake powder or syrups to enhance the flavour, and can freeze them into ice lolly moulds or ice cube trays for a variety of texture.
· Try replacing snacks with foods that do not require PERT to be taken with them. For example:
· Sugar free jelly
· Fruit (1 portion at a time-e.g. 1 piece of medium fruit such as 1 banana/1 apple, 2 small fruits such as 2 tangerines/plums, or a handful of berries or grapes)
· Vegetable sticks (try carrots, cucumber, celery or peppers)
· Small amounts of marmite, salsa, ketchup or mustard, which can be used to add some flavour to vegetable sticks
· If you do not have diabetes, you could also try sorbet, marshmallows or sugary sweets (although not chocolate or fudge as these contain fat and therefore need PERT to help digest them)*
*This is only a short term recommendation.  Make sure you maintain good dental hygiene by brushing teeth twice a day.
· The above measures are a short term solution.  If you are concerned that you are underweight or losing weight, contact your Dietitian (or ask your GP or pharmacist to refer you to a Dietitian) for more specific advice.



Further sources of support
Guts UK
Guts UK is a charity which supports people with digestive conditions, including pancreatitis and pancreatic enzyme insufficiency.
www.gutscharity.org.uk
020 7486 0341 9am-5pm Monday-Friday
Email: info@gutscharity.org.uk
Pancreatic Cancer UK
Pancreatic Cancer UK help to support people living with, or previously diagnosed with, pancreatic cancer.
www.pancreaticcancer.org.uk
0808 801 0707 9am-4pm Monday, Tuesday, Thursday, Friday and 10am-4pm Wednesday
Email: nurse@pancreaticcancer.org.uk
Cystic Fibrosis Trust
Cystic Fibrosis Trust help to support people living with Cystic Fibrosis, their families and carers.
www.cysticfibrosis.org.uk
0300 373 1000 or 020 3795 2184 10am-4pm Monday-Friday
Email: helpline@cysticfibrosis.org.uk
NHS inform
www.nhsinform.scot 
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Further copies of this leaflet are available on request from:
Gastroenterology Dietitians, Department of Nutrition & Dietetics, Mountainhall Treatment Centre.  Email: dg.dietetics@nhs.scot Tel: 01387 241 568.  
Author: Gastroenterology Dietitians, Dept of Nutrition & Dietetics, Mountainhall Treatment Centre.  Written Sept 2024, Review date September 2025.
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