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Your child has been diagnosed with Nephrotic Syndrome. We recommend you go to https://www.infokid.org.uk/nephrotic-syndrome to read more about Nephrotic Syndrome. 
This booklet is designed to help you:

· Manage your child’s medicine.

· Help you know when to dip their urine

· Provide a place to record urine results

· Provide information on when to contact your paediatric doctor.

· Give you child their medication as prescribed by the doctor. If you do not understand anything please ask a doctor or nurse before leaving hospital.

· Dip you child’s first urine of the day and record the results in this diary. You will be shown how to do this before leaving the hospital.

· Know who to call if your child is UNWELL or if they show signs of RELAPSE.

Nephrotic Syndrome can make your child unwell. You will need to see a paediatrician if any of the following occur:
· If your child is passing a lot less urine than normal
· If you child has severe tummy ache
· If your child looks puffy (especially their hands and feet)
· If your child has a fever  >38C and is unwell, especially if they have cold hands and feet
· If you think your child is having side effects you were not expecting from the medication
· If your child comes in contact with someone who develops chicken pox or measles.
· If the protein in the urine doesn’t disappear after 4 weeks. 
· If the protein in the urine comes back after disappearing. Either: 3+ for three days in a row or 3+ to 4+ with swelling (oedema) for one day or more.
You will be given Open Access paperwork for your children’s unit. It will have phone numbers to call if your child needs to be seen.
Your child’s Steroid medicine (Prednisolone) needs to be given at a high dose initially and then reduced, this is called weaning. This helps prevent side effects and reduces the chance of the Nephrotic Syndrome relapsing. 
Never stop the steroid medicine suddenly without weaning.
Please fill in the below table with the doctors or nurses to help remind you when to reduce the dose. 
	Date
	Dose (mg)
	How many times a day
	How long for

	
	
	Once a day
	4 weeks

	After 4 weeks your child should be in REMISSION. This means you have had negative or trace protein in the urine for 3 days in a row. If this has happened you can stop the antibiotics and reduce the steroids. If it has not happened you need to see your paediatrician.

	
	
	Every other day
	4 weeks

	If there have been no relapses your child can stop steroids. 


You will need to dip your child’s first urine of the day to look for protein. Initially this will be daily but that will reduce as your child gets better.
There are two definitions you need to know:

Remission:
Dipstick protein negative or trace for 3 days in a row
You have to achieve remission before you can relapse.

Relapse:

Dipstick protein 3+ or more for 3 days in a row or Dipstick protein 3+ to 4+ with swelling or puffiness.
Stopping antibiotics:

Once you have achieved remission as above you can stop your antibiotics. 
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	Steroid dose
	Urine result
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Please ensure you have ticked all the boxes before going home.
	
	Tick

	I understand how to dip my child’s urine
	

	I understand how to record their urine results
	

	I know when and how to make contact with the paediatric team.
	

	I have open access paperwork
	

	I have my child’s medicines
	

	I know how to reduce and stop my child’s medicines
	

	I have my steroid card (back page of booklet)
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Daily urine dips. Watch for REMISSION or RELAPSE.





Urine Dips twice a week. Continue this unless :
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�       STEROID TREATMENT CARD





………………………………………………………. is on STEROID treatment which must not be stopped suddenly.





If taking steroids for more than three weeks then the dose should be reduced gradually when you stop taking steroids.





Read the information on steroids given to you.





Please carry this card and show it to anyone who treats you (Doctor, Nurse, Dentist). One year after you stop the steroid treatment, you must mention you have taken steroids.





If you become unwell or come into contact with anyone who has an infectious disease contact your doctor quickly. 





If you come into contact with anyone who has chicken pox contact your doctor quickly.
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