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Dear

We would like your help in a special study we are doing about leukaemia. It is important that you understand what it is all about and then you can decide if you would like to help or not. 

Please read this information sheet carefully with your parents and talk to us about anything you may be unsure of or need explaining in more detail. 

Why am I being asked to take part?

Every child who is newly diagnosed with acute myeloid leukaemia or AML needs to have strong medicines called chemotherapy to try to get rid of the leukaemia/bad cells in your blood to stop you feeling poorly.  There are different sorts of medicines called chemotherapy to make the leukaemia go away.

Why have I been chosen?

In this special study, we are testing new medicines in the first part of your treatment to help the leukaemia go away and to stop it coming back and we would like your help.

Do I have to take part?

No! You will be given the best treatment but this will not be using the newest medicines because we can only give you these if you are in the study.  

You will always get the very best treatments whatever you decide to do.

What will happen if I take part?

A computer will choose whether or not you will be chosen to have this new treatment to make sure that there are equal amounts of children having the different medicines. Then we can compare which one is the best one and give all children the best treatment.

You will need to be in hospital all of the time when you are having the medicine through your wiggly/central line and you will need to stay in hospital afterwards until your blood is getting better.

Sometimes the medicine makes you poorly and you will need to have antibiotics through your wiggly/central line to make you better.  

You will have another test on your bone marrow to see what treatment you will need to have next and we can then explain the next part of your treatment to you. 

Is there anything else I need to know?

We are always trying to learn more about leukaemia and how the leukaemia cells go wrong.  To do this we would like to collect some extra cells from your blood and bone marrow. We would like to do this when we are already doing these tests but we need your permission to collect the extra bit for our special tests in this study.

How will the treatment affects me?

All of these medicines will damage your leukaemic/bad cells and your healthy cells and may make you feel poorly. You may feel sick but we will give you some special medicine to stop you feeling sick. It will make your hair fall out and may also make you have a sore mouth. It will also kill your good blood cells as well as the bad (leukaemia) cells.

. 

You will need to stay in hospital after this special medicine until your good blood cells are working again. This is because you may get an infection and the doctors and nurses will look at you and may need to give you medicines called antibiotics through your wiggly.

What will happen to me if I take part?

Some of the newer medicines used in this study may have side-effects that we don’t really know about yet but this is unlikely. After you go home, if you feel a little different or poorly in any way or notice something you haven’t noticed before you must tell your parents so that they can bring you back to hospital to be seen by the doctors who needs to keep a very close watch on you. 

We hope that this treatment will help you and other children and young people with AML in the future.
Thank you for listening to this information.

Please ask any questions.
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