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You or your child have just been diagnosed with Type 1 diabetes mellitus. There must be many thoughts running through your mind at this time. This booklet answers some of the most common questions that children, young people and their families ask us. We hope you find it useful. 

Introduction 

It is important to emphasise that getting diabetes is not your fault, you have done nothing wrong. You have not eaten too many sweets or drunk too many fizzy drinks, it isn’t infectious and you cannot ‘catch it’.

There is lots of research going on to find a cure for diabetes, but at present treatment is focused on controlling the condition with insulin injections. 

You are not alone; there are lots of people to help you. Your specialist diabetes team will answer all your questions, and provide you with advice and guidance, both now and in the future.

Let’s get started

The seven most common questions asked at this time are:

1. What is Type 1 diabetes?

2. How do I do the injections and blood glucose testing?

3. What about food and drinks?

4. What do I do if my blood sugars go very high or very low?

5. Why do I feel so resentful and disappointed?

6. What about school and clubs?

7. Who can I contact when I need help?

Remember these are just the first steps in learning to live with Type 1 diabetes. You will have lots of questions you want to ask us. You can write these down on page 22 and we will do our best to answer them.

1. What is Type 1 diabetes?

Type 1 diabetes occurs when the pancreas is unable to make insulin any more. Insulin is needed by the body to transfer glucose out of the blood stream and into the cells of the body. Without insulin the blood glucose cannot leave the blood, causing the levels to go up and up.
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Glucose is needed by the cells of our bodies for energy. With the glucose unable to reach the cells, they cannot work properly and you become weak and tired and lose weight. (* image from http://nobelprize.org/educational_games/medicine/insulin/diabetes-insulin.html)
The glucose in our bodies comes from eating a type of food called carbohydrate (sugar and starch).

Insulin opens the door for glucose to enter the cells.

Cause

No one knows for sure why the pancreas stops producing insulin. We do know that Type 1 diabetes has been known about since 1500 BC. Although it is an ancient condition research is still going on to understand the actual cause. 

Most doctors today think that Type 1 diabetes is caused by an auto-immune response, triggered by an infection or illness. What this means is that if someone is ill, their body not only fights the infection and destroys any germs, but it also accidentally destroys the good cells that make insulin. This eventually leads to a total loss of insulin production.

Symptoms

When the blood glucose levels get high, a small amount of glucose spills out into the urine. The higher the blood glucose level the more urine you have to pass and the thirstier you become. Drinking lots and going to the toilet frequently are two very common signs of having diabetes.

Some children and young people are unable to drink enough to replace all the water they are losing in their urine and they become dry, the doctors may call it dehydration. If this happens the doctors or nurses will need to give you intravenous fluids through a drip in your arm.

These symptoms will go away when you start insulin injections, and you will be amazed at how soon you will feel better. 

Some people lose weight leading up to their diagnosis. This is caused by your body breaking down body fat for energy, when they weren’t able to use glucose. Now that you have been diagnosed, your weight should return to normal.

If you were breaking down fat for energy, you may have heard the doctors and nurses talking about ketones. Ketones are formed when you use fat for energy. In small amounts ketones do not hurt the body, but if you have lots of ketones in your blood they can cause you to have stomach pains and make you quite ill. There is a way of testing if you have ketones and this booklet will tell you how to do this on page 11.
Unfortunately insulin cannot be given as a tablet because the digestive juices in your stomach will destroy it and stop it from working. At present it can only be given by injection.

Any symptoms you have will disappear over the next few days, if they come back again contact Liz or Diona, the diabetes specialist nurses, their contact details are on page 21. 

2. How do I do the injections and blood glucose testing?

	Because your body isn’t producing its own insulin you need to inject it. There are several different insulins available to use, and the doctors and nurses will choose the best insulin for you and decide what the dosage should be.
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We will discuss how to give an injection later. First we would like to tell you a little about the different types of insulin.

Most children and young people will start on four injections a day, one injection before breakfast, one before lunch, one before the evening meal and one before bed. We call this the ‘basal bolus’ regime, and it is the insulin regime that most closely acts the way a healthy pancreas works.

The injection that you have before meals is very quick acting insulin. We sometimes call this insulin ‘quick acting’ or ‘bolus’ insulin. There are two ways of working out how much insulin is needed before meals.

Some children and young people have a table written by the doctors or diabetes specialist nurses that tells them how much insulin they need depending on what their blood glucose reading is. 

Here is an example of a table:

	Blood glucose level (mmol/L)
	Insulin before breakfast
	Insulin before lunch
	Insulin before evening meal

	<4
	4 units
	4 units
	5 units

	4.1-7
	5 units
	5 units
	6 units

	7.1-10
	6 units
	6 units
	7 units

	10.1-13
	7 units
	7 units
	8 units

	13.1-16
	8 units
	9 units
	10 units

	16.1-19
	11 units
	11 units
	12 units


Some children and young people start using a table like this and then learn how to count the carbohydrate they eat. 

	Emma (your dietitian) and her team will teach you all about carbohydrate counting when she sees you as an outpatient. Essentially, it’s about deciding what you are going to eat for a meal (for example pizza, garlic bread and salad), and working out how much carbohydrate is in that meal.
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There will be some carbohydrate in a pizza and garlic bread but not in the salad. Emma is here to support you to learn about carbohydrate counting. She has lots of great leaflets that you can have to help you work out which foods have carbohydrate in them, so don’t worry about this.

When you know how much carbohydrate you are going to eat, it is easy to work out how much mealtime insulin you need. For example, 1 unit of mealtime insulin for every 10g of carbohydrate (CHO), or for younger children 1 unit of meal-time insulin for every 12-15g of CHO. 

The name of your quick acting, meal-time insulin is 

……………………….

A healthy pancreas provides the body with insulin every minute, 24 hours a day, even when you’re not eating. So now you have Type 1 diabetes you will need insulin that also does this. 

If you forget to take your quick acting insulin at your meal time and remember within 1 hour of eating, then take the dose you would have had. If more than an hour has passed you should wait until the next meal or bed-time (whichever comes first) and have a correction factor dose of quick acting insulin to bring your blood glucose levels down. See page 16 for more information on your correction factor.

The injection you have before bed gives you this 24 hour cover. We sometimes call this your ‘background’ or ‘basal’ insulin. The dose of this insulin doesn’t change as much as the mealtime quick acting insulin. The doctor or specialist nurse will tell you how much background insulin you need.

The name of your background insulin is 

………………………

If you forget to take your background insulin at bedtime and remember within 3 hours of the time you have the injection then take the dose you would have had. 

If it is the next morning that you remember inject half the dose you would have had and have your full dose at bedtime.

Remember you can have a correction factor dose of quick acting insulin if necessary to bring your blood glucose levels down (see page 16).

Where do the injections go?

Insulin is injected into a layer of fat just beneath the skin. It’s best if you use a different spot each time.

You can use your thighs – only the top, outer quarter.

You can use your buttocks – only the top, outer quarter.

You can use your abdomen – either side of your tummy button.
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	It’s really important to use a different injection site each time, because if you inject into the same area, after a while you will get a lumpy patch which will stop the insulin from working correctly.




There are some helpful guides that the nurses can show you, which demonstrate where you can give your insulin.

Does it hurt?

Most people say that using the modern day pen needles, which are very small, it doesn’t hurt as much as the finger prick blood glucose test.

How to give insulin

Don’t worry, you will be shown by the nurses on the ward several times how to give your insulin. Here is a quick check list to remind you what to do:

	1
	Wash your hands

	2
	Make sure you have picked up the correct pen – remember you have a mealtime one and a bedtime one.

	3. 
	Check the expiry date on the insulin pen. Don’t use if it’s out of date, or if it has been at room temperature for more than 1 month

	4. 
	Some insulin’s need mixing – rotate the pen up and down for a minute to make sure you have mixed the insulin well

	5. 
	Put on a clean needle

	6. 
	Dial up 2 units, and with the needle pointing to the ceiling push up the plunger and waste these 2 units. We call this doing an ‘air shot’ and its to get rid of any air bubbles that sometimes get into the insulin

	7. 
	Dial up the dose you need

	8. 
	Gently pinch up a little bit of skin and push the needle in at 90 degrees to the skin, press the plunger and give yourself the insulin

	9. 
	Wait – count to 10 slowly, this way all the insulin will be absorbed.

	10. 
	Let go of your pinch before taking the needle out

	11. 
	Safely discard the needle into your sharps guard.


Where do I keep my insulin?

The insulin pen you are currently using can be kept at room temperature for a month. Each pen has 300 units of insulin in it. If you are on very small doses (less than 8 units a day), or if you keep a pen at school, or if you keep a pen at a friend’s house for occasional use, then it is a good idea to write the date of the first day you use the pen, so you can throw it away after 1 month.

If you are on larger doses the pen will not last a month, so that’s ok.

Remember, there are some places that get hotter than room-temperature, e.g. above a radiator that’s set on hot, on a sunny window sill, or in a car left locked on a hot summer’s day. 

	Store your spare pens in the fridge and they are ok to use until the expiry date. The expiry date is printed on the box.
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Blood glucose monitoring

	There are several different blood glucose meters available, each one slightly different in shape or colour, but they all work in a similar way. The hospital will give you a meter to get started with. If you want to change later on, chat to the diabetes specialist nurses and they will advise you 
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on what other meters are available.

The nurses on the ward will teach you how to perform a blood glucose test. Here is a quick checklist for you to remind you what to do

1. Get all your equipment together, meter, test strips, finger pricking device, lancets, cotton wool or tissues

2. Wash your hands and dry thoroughly

3. Put a clean lancet into the finger pricking device and check the depth is set to the right level for you.

4. Put a clean strip into the meter, check that the date and time are set accurately, and wait for the signal that the meter is ready for your blood

5. Place the finger pricking device against the side of the finger and prick the finger

6. Wait a few seconds, then gently squeeze out a drop of blood and apply onto the test strip

7. Record the result in your diary

8. Discard the used lancet into your sharps guard.

If your hands are cold they may not bleed so easily. If this happens to you, rub your fingers a few minutes before doing the test. 

What do the results mean?

The diabetes team will help you achieve try and achieve these target blood glucose levels.

· Before meals: 4-7mmol/L

· After meals: less than 10mmol/L

· Before bed 8-10mmol/L

What do I do if my machine breaks?

The Willows Outpatients Department has some spare meters so don’t worry if your machine breaks. 

However you could alternatively phone your meter company, and they will send you a replacement meter. They will also send you free of charge new batteries and something called ‘quality control solution’. It’s a good idea to write the meter company’s telephone number down somewhere safe.

My meter company’s telephone number is
…………………..

Testing for ketones 
Can you remember what ketones are? If you need a reminder, look back to page 5. 

	The nurses on the ward will show you how to test your urine for ketones using Ketostix strips.
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Here is a quick checklist to remind you what to do

1. Get all your equipment together you need Ketostix, clock or watch with a second hand, and a clean pot to catch your urine

2. Pass urine into the container

3. Take out one Ketostix test strip and immediately close the lid carefully

4. Dip the strip into your urine, and shake off any excess urine

5. Carefully time according to the instructions on the side of the pot

6. When the correct time has passed, compare the colour on the test strip with the colour on the pot

7. The colour may continue to change – this does not matter, it is only the colour after the time stated on the pot that matters

8. Record the time and result in your diary

9. If you have moderate (++) or large (+++) ketones you may need to contact the diabetes specialist team (see page 16 sick-day rules).

Some blood glucose meters will also check for blood ketones. Ask the diabetes specialist nurses for more information on this if you are interested.

3. What about food and drinks?

There is no special diet for children or young people with diabetes. The food you eat should be based on healthy eating and is suitable for the whole family.

You should aim to:

Eat regular meals and snacks

All food will cause your blood glucose to rise but some foods do it quicker than others. The aim is to keep your blood glucose levels as steady as possible. If you do not normally have snacks you do not need to start having them (if you are on insulin twice a day speak with the diabetes team about snacks). Eat to your appetite.

Include some starchy food or slow acting carbohydrate at each meal and snack, e.g. breakfast cereals, bread, potatoes, pasta, rice, crackers, fruit, milk

Cut down on sugary foods

Replace sugar and sugary foods and drinks with low sugar or sugar-free alternatives. Choose no added sugar drinks, diet drinks or water. Very high sugar foods, e.g. sweets, will cause a quick rise in blood glucose. A small amount of sugar in foods will not cause a very quick rise in blood glucose, e.g. yoghurt, fromage frais, tinned/fresh fruit.

Reduce your intake of fried foods and high fat foods 

It is important you and your family eat a healthy balanced diet. It is best to bake, grill or microwave food rather than frying or roasting. Avoid foods such as pies, pastries, and fried snack foods.

Do not use special diabetic food and drink products 

These foods tend to be higher in fat and more expensive. They also contain a large amount of sweetener which can cause a laxative effect.

Suitable foods for snack time:

	Fruit 
	Twiglets

	Tinned fruit
	Cereal and milk

	Teacakes
	Crisps

	Hot cross buns
	Yoghurt/fromage frais

	Plain biscuits e.g. Rich Tea, 
	Mini cheddars

	Bread sticks
	Scones (plain/fruit)

	Mini pitta

Digestive
	Malt loaf


When you attend your appointment at Willows Outpatients Department, you will see Emma and be able to discuss your eating habits in more detail.

4. What do I do if my blood sugars go very high or very low?

We expect your blood glucose levels to be a bit on the high side for the next few weeks, but eventually they will settle down, look back to page 11 to remind you of the target ranges to be aiming for.

Sometimes your blood glucose levels may go too low, we call this hypoglycaemia or hypo (it rhymes with low). This may be because you are on too much insulin or not eating as much or you are more active than before.

Signs and symptoms of hypoglycaemia (low blood glucose)

One or more of the following may be an indication of a hypo

· Feeling hungry

· Pale face

· Clammy/sweaty

· Glassy eyes

· Lack of concentration

· Irritability/aggressive

· Feeling unwell but not knowing why

· Tearful 

· Tired

· Shaky

If left untreated these symptoms may progress to:

· Confusion

· Dizziness

· Loss of consciousness

· Fitting.

To treat a hypo you need to do two things:

Bring the blood glucose up quickly and then keep it up

Step 1:  Bring the blood glucose up quickly by eating or drinking one of the following which all contain about 10-15gm of carbohydrate:

· Lucozade 100mL

· Ribena 200mL

· Fruit juice 150-200mL

· Coke 150mL

· Jelly babies  4

· Jelly beans  8

· Glucotabs  5 tabs

· Dextro energy  7 tabs

· Fruit pastilles  5

· GlucoGel 2 tubes.

Step 2:  Keep the blood glucose up by eating one of the following or similar food:

· Next meal if it is due

· Three plain biscuits

· A sandwich 

· Toast 

· Breakfast cereal.
The low blood glucose feeling will go away in 10-15 minutes, however, if it stays, check your blood glucose level again as you may need a second set of hypo treatment.

If you find that you are having more than two hypos a week, please let Liz or Diona know as you may need your insulin doses changing.

Very occasionally some people with diabetes have hypos that make their blood sugars go so low that they cannot eat or drink anything sugary. This doesn’t happen to everyone, so please don’t be afraid. If it was to happen, you would faint onto the ground, we call this a severe hypo.

To treat a severe hypo, you should be placed in the recovery position and someone should call the ambulance. 

	Some families have an injection kit called Glucagon, which is an injection you give in the same way as insulin, but it works by making your blood sugars go up. 

The doctors and nurses will discuss with your parents or carers whether they would like a Glucagon kit to use if this should ever happen to you.


	[image: image13.jpg]





Doses vary according to the age of the child:
	Children under 8 years or 25kg
	0.5mg Glucagon intramuscularly or subcutaneously

	Children over 8 years
	1mg Glucagon intramuscularly or subcutaneously


ID 
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Some people carry either a card explaining that they have diabetes and need insulin, or they wear a bracelet of neck chain which has a disc explaining they have diabetes and need insulin. 

Why not discuss this with the doctors and nurses on the ward and see which you think would be best for you.

4. What do I do if my blood sugars are high, or I feel unwell?

“Sick Day Rules”

If you are unwell with an infection or injury, you will probably find your blood glucose levels go up. They can go up very high and you may feel a little like you did before you were diagnosed, thirsty, needing to pass lots of urine, stomach pains etc.

You will need to check your blood glucose levels more frequently,  4 or more times a day.

You will probably need to increase the amount of insulin you are taking, to help the blood glucose come back down again. Before you go home the doctors will tell you how much quick-acting insulin your body needs to bring your blood glucose level down by 1mmol/L. This is the number you will need to know so you can bring your blood glucose levels down when you are ill. We call it the Correction Factor.

My correction factor is 

………………………………….

 Unit/s of insulin will bring my blood glucose levels down by 1mmol/L.

There are five important steps for managing high blood glucose levels when you are ill.

1. Do a blood glucose test, please don’t try and guess what it is. A blood glucose level 4 times a day will show you when you need extra insulin

2. Don’t stop your insulin, even if you are not eating, you will still need your quick acting insulin when you are ill or injured

3. Test your urine or blood for ketones

4. Keep drinking, it’s important you don’t become dehydrated, this can include sugary drinks eg fruit juice, Lucozade, regular coke as well as sugar-free drinks such as water

5. Get in touch with the specialist team or come to A&E if:

· you are unsure what to do and are worried

· you keep vomiting

· you have ketones in your urine with a high blood glucose level

· your blood glucose level keeps staying high despite extra insulin

· you are under 4 years of age

5. What about school and clubs?

You can go back to school as soon as you feel well enough. Let your school know you have diabetes as soon as you can. Liz or Diona will visit your school after you have gone back and talk to your teachers. We also have a pack for your teachers; ask the ward nurses or Liz and Diona for one.

Exercise 

Exercise and being active is beneficial for everyone, whether you have diabetes or not. Once you are discharged from hospital and have more energy you can gradually introduce exercise/activities. Your diabetes team can advise you on suitable snacks to have before, during and after exercise.

Do not exercise if your blood glucose is above 15mmol/L as there will not be enough insulin to enable your muscles to use the sugar in your body. Activity can cause your blood glucose to fall so it is important to monitor your blood glucose levels before and after exercising.

6. Why do I feel resentful and disappointed?

Many young people and their parents feel this when they first hear the diagnosis. It is difficult to take in all the new information. You will need time to examine your feelings and adjust to your new situation.

Talking to friends and staff or coming to our parents group can be helpful. Some families find speaking to the Child and Adolescent Mental health service  useful. As you get more experienced and used to managing your diabetes these feelings will improve. 

7. Who can I contact when I need help?

Before you go home you will meet most of the diabetes specialist team and we will give you a list of all our contact numbers. The hospital will also give you all the supplies you need to start with.

You must go and see your GP as soon as you get home to make sure they know you have diabetes and give them the list of things you will need prescribed. Take your copy of the discharge letter with you in case your GP has not received their copy yet. 

When you start to get low on your supplies, go back to your GP as they may take 3 days to do a prescription. 

Outpatient clinics

The Paediatric Diabetes Clinic is held in Willows Outpatients Department on a Wednesday afternoon and early evening.

The paediatric diabetes specialist nurses, Liz and Diona, and the dietitian Emma also have clinics at the same time.

If you need to change your appointment please contact Willows on 020 8401 3423.

You should attend clinic about every 3-4 months. If you have not been sent an appointment and it’s nearly 3 months since you were last seen, please ring Willows Outpatients Department on 020 8401 3423, don’t keep waiting for the letter.

Supplies include:

	· Insulin and pen needles

· Blood glucose meter and strips

· Finger pricking device and lancets

· Sharps bin

· Ketostix 
	· Gluco-Gel

· Glucagon injection

· Diabetes diet sheet

· Diabetes ID card

· Record diary

· School pack


Further support

There are several websites with useful information, including:

www.diabetesuk.org.uk
Croydon’s own site  for families with children who have diabetes www.PCDC.co.uk
www.childrenwithdiabetes.org
www.runsweet.com
Good book to read/buy:

-‘Type 1 diabetes in children, adolescents and young adults’ by Dr Ragnar Hanas

- ‘Carbs and Cals. A visual guide to carbohydrate counting and calorie counting for people with Diabetes’ (2010). Chris Cheyette and Yello Balolia.

Disability Living Allowance

Once you have been diagnosed for more than three months, you may be eligible for the Disability Living Allowance. Your parents or carers can pick up a claim form from the post office. The Diabetes UK website has lots of helpful information on how to fill out the DLA form.

Your questions and comments
If you have a problem when in hospital that the nurses and doctors are unable to resolve, you can contact the Patient Advice and Liaison Service (PALS) who will be happy to help you.

PALS offers assistance, advice and support for patients and their families. The service can help if you have concerns or worries about treatment or care. PALS may also be able to provide further information about tests and procedures. They also have a library of voluntary and support agencies.

You can find PALS on the first floor of London Wing (Blue Zone) above the main entrance. The PALS office is open from 9am to 5pm on Monday to Friday. Telephone number 020 8401 3939

Data Protection

During your time on the ward and as an outpatient you will be asked for some personal details. This is kept confidential and used to plan your care. It will only be used by staff who need to see it because they are involved in your care and we may send details to your GP.

Information about you may be used for audit purposes and shared within the NHS. Your consent is required for this which you have a legal right to refuse. If you wish to exercise your legal right to have access to all information held about you by the Trust or you would like to talk to someone about Data Protection, please contact the Data Protection Officer on (020) 8401 3475.

Your Check List

Before you leave Rupert Bear Ward you should have learned the things in the checklist below. When you feel you understand each one sign and date the column. Don’t be afraid to ask the doctors and nurses lots of questions, they are all very happy to spend time with you explaining how you manage your diabetes. 

	
	Sign and date when you feel you have had this explained to you in a way you understand

	Know what diabetes is
	

	How to give an insulin injection
	

	If your insulin pen takes cartridges and how to change the cartridge
	

	Where you can give your injections
	

	How to check your blood glucose levels 
	

	What the results mean
	

	How to check your urine for ketones
	

	Know what action to take if you have ++ or +++  of ketones
	

	How to obtain extra supplies of insulin and blood glucose strips
	

	What carbohydrates are
	

	Know the relationship of insulin action and food
	

	Know what to do if you are eating out
	

	What to eat before sport
	

	What a hypo is
	

	How you treat a hypo
	

	Know why it’s important to always carry glucose and ID
	

	What ID is best for you and  you know how to get hold of one
	

	Telling your school
	

	Glucagon administration
	

	When your clinic check-up is
	

	How to make and change your clinic appointments
	

	How to contact the specialist team
	

	What to do if you feel unwell at home
	


Remember these are just the first steps in learning to live with Type 1 diabetes. Over the next few weeks you will be learning more details to help you manage your diabetes.

Your specialist diabetes team are here to help you.

The team includes:

· Dr Hart, Consultant Paediatrician and Lead for Diabetes in Children and Young People who specialises in the care of  Children and Young People with diabetes

· Emma Northover, Specialist Paediatric Diabetes Dietitian, who will help you with planning your meals and snacks, and will also ensure your diet is balanced

· Jane Sithole-Sadler, Hospital Diabetes Nurse, who will look after you along with the other nurses in Croydon Health Services NHS Trust when you are on Rupert Bear Ward, She will also see you in Willows, the Outpatients Department.

· Liz Penn, Senior Community Diabetes Specialist Nurse for Children and Young People

and

· Diona Amer, Community Paediatric Diabetes Specialist Nurse, who will help you with all the different skills needed to manage your diabetes at home and at school

and 

YOU, your parents and family are the most important part of the team.

USEFUL CONTACT NUMBERS:

Rupert Bear Ward 0208 401 3188 (24h access)

Paediatric Department 0208 401 3000 ext 4888

Paediatric Registrar (24h access) 0208 401 3000 and ask switchboard to bleep

Dr Hart Consultant:   0208 401 3000 Bleep 402 or 0208 401 3399 (Secretary)

Liz Penn, Senior Paediatric Diabetes Specialist Nurse:  07770 981 732

Diona Amer Paediatric Diabetes Specialist Nurse:   07887 512 896

Emma Northover Paediatric Diabetes Specialist Dietitian:  0208 401 3096
Willows OPD Clinic  0208 401 3423 (09.00m – 16.00pm)
	[image: image17.wmf]
	Your Question Page.

Write down any questions you have and we will do our best to answer them all.
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