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RCH Statistics 

• Total Patients 257 

• Haem A = 113 

• Haem B= 37 

• Vwd = 74 

• Other = 32 

• Home Therapy patients = 70  

 



Product recording prior to MyABDR 

• MyABDR started in 2014 

• Prior –Spreadsheets and Pharmaceutical company apps 

• 2010 Study conducted about recording Clotting factor Concentrates 

(CFC) at home  

60 Questionnaires sent out  

30 Questionnaires received back 

•Type of questions asked  

• How often do you record your use of CFC at home 

• How do you record  

• Who records  

• How important do you think it is to record CFC at home 

• What makes it hard to record  

 



Survey Results 

• Results were  

• 73% were happy to record all their CFC usage at home 

• Most people used paper based methods  

• They all felt it was important to record  

• Lack of time and lack of electronic method, lack of follow up 

• Follow up telephone interviews  conducted about designing an 

electronic method 

• Feedback was  

• Ease of logging in  

• Basic information recorded such as date of dose, batch 

number, expiry date and reason for treatment 

• Centre decision to wait for MyABDR and support  

 



Support of HTC  



MyABDR at RCH  

• 92 patients registered  

• 70 Home Delivery or regular treatment patients 

includes factor XIII, Biostate and DDAVP prophylaxis  

• 22 occasional entry patients i.e. for travel or on 

demand use  

• Of the 70 regular use patients 93% records up to date 

within 2 months 

• 2-3 home treatment patients unable to use due to 

difficult circumstances (No Data or difficult family 

circumstances) 



 

Why Has This Worked! 
 

• All HTC staff support use of ABDR/MyABDR 

• HTC director and nurse refer to ABDR/MyABDR 

in clinic setting 

• Families see the benefit of data in clinic both with 

ABDR and MyABDR ie physio entry of HJHS, 

home delivery entries. Data is valued 

• When families call for clinical advice MyABDR is 

often referred to. 



Why Has It Worked! Cont 

• MDC clinic- families have a MyABDR update  

 

• Support supplied in regular clinic  

 

• Liaising between patient and NBA 

 

• Help with sign up for new patients  

 

• Home delivery will stop if records not up to date 

 



NBA Help Desk 

• Technical difficulties – Password issues  

• Help desk enquiries  

 

 

 

 
“As you can see, the main issues we are contacted about are on updating stock (adding or 

removing products) and recording/editing treatments. We find that most of these users are 

unfamiliar with how the system works and need assistance with adding, removing or editing 

a stock item or treatment. “ 

“If HTC’s can provide more education on the basics of how to remove and add a product to 

inventory and how record a treatment against a product, that would be very useful.” 

 

Issue category Number of 
queries 

Requesting access 2 
Difficulty accessing 1 
Forgotten login details 1 
Password reset 5 
Updating email address 1 
Updating stock 13 
Issues with application 3 
Change requests 2 
Recording/editing treatment 6 



Patient Benefits 

• Used in clinic room- data on bleeds 

• Used for own records/inventory stock 

management  

• Used to inform treatment regimens 

• bleed management  

• Communication between parents 

• Non English speaking families  

 

 

 









What We Have Learned  

• Persistence pays off  

 

• A united front is essential  

 

• Present it as part of the package 

 

• Someone has to be the MyABDR person. 


