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Thalassaemia

An Information Pack and Care plan for Parents, Teachers and Carers of 
 

--------------------------------------------







The aim of this pack is to raise awareness of the condition and to provide relevant information on how to support children and young people within school and home settings.
What is Beta Thalassaemia Major? – This is a rare inherited condition where the red bloods cells are missing haemoglobin. This is an essential part of blood which carries oxygen around the body. The usual treatment for thalassaemia is blood transfusions every 3-4 weeks. This introduces additional iron into the body often causing iron overloading within the body and around vital organs, medication is needed to remove the excess iron. Some of the symptoms of thalassaemia can be lethargy, yellowing of the skin or eyes, shortness of breath and irregular heartbeats.
The only potential cure for the condition is a stem cell or bone marrow transplant. This is not always an option due to the risks involved and lack of matching donors
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	Child’s Name: 


D.O.B: 


Address: 


Parents/Carers names:  


Class and teacher:


Emergency Contact Details: 



Alternative Emergency Contact:

	Photo of Child:











Condition: Thalassaemia Major


Date Written:  



Review Date:

GP: 







	Precautions:







	

	What to do in an emergency:

· Call parents/carers 






	Things to look out for: 

· The pupil may be lethargic prior to a blood transfusion 
· Rashes post transfusion or blood in urine. This could be a delayed reaction to the blood transfusion.
· Having a port will not stop the pupil doing normal activities including PE
· [bookmark: _GoBack]If the pupil has a port a cath in situ please be aware of signs of a port infection. This can present as a temperature, the child complaining of the port being sore or irritability of the pupil. Please call parents immediately if you notice any of these signs 

	

Medication to be administered:

What is the medication for:

Dose:

Route of administration:

Name of person administering:

Print name:

Signature:

Date:

Time: 

	

Medication to be administered:

What is the medication for:

Dose:

Route of administration:

Name of person administering:

Print name:

Signature:

Date:

Time: 


	Any other information:










	

	Contact Details of other professionals:

Clinical Nurse Specialists:

Bristol Children’s Hospital
Upper Maudlin Street
Bristol
BS2 8BJ 

A&E – 0117 3428344

Benign Haematology Clinical Nurse Specialists 01173428721, 07747004996 
07920545620  



Benign Haematology Family Support Worker

Hayley Wiles – 01173420658  Mon-Fri 8:30 – 4:30   

	Parents Signature:



Signature of person responsible for health conditions in school:






Summary 

Living with a chronic life-long condition can be emotionally, mentally and physically exhausting. We offer psychology input along with Physio, Clinical Nurse Specialists, Consultants and Support Worker who can all offer support. 
Children with thalassaemia should be encouraged to live as normal life as possible with the support of the wider team and family working together to ensure the child reaches their full potential.  
We are available on the above contact numbers for further support or training if required. 


Any Other Information 
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