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• 226 respondents
• All regions of the country were 

represented
• All age groups were represented
• All single ventricle conditions were 

represented.



Recieved benefit on first application

Recieved the benefit after Manditory
reconsideration



“It is a nightmare. Every time we apply it ends up 
going to tribunal. Last time they upset my son by 
telling him, he was preventing himself from getting 
better by using his wheelchair on bad or long days 
like going out for the day. This completely 
shattered him; it has been difficult getting him to 
accept he needs to on occasions.”



“It takes me weeks of mental preparation to 

get ready to face all that information again, 

never mind physically write it out. It affects 

your mental health so negatively having to 

talk about the mortality of your child, and 

knowing they'll never be better. Lifelong 

conditions should be awarded for life.” 

“Talking about your worst day hurts the 
soul. It is very triggering.”



High 5 4 3 2 1 Low



• They are not means tested.
• You can be in work and still receive the benefit.
• The award is measured against heart healthy 

peers. 
• Parents can not always take all of the added care 

load. 
• Mobility is an essential for adolescents and adults 

as they fall behind the abilities of their peers.
• Isolation is a problem for adolescents and adults 

who are unable to gain any independence.





“Difficult because they ask for so much information, and 
the letters they want from the cardiologist do not describe 
them against heathy children, only their own past.”



www.gov.uk/government/publications/medical-guidance-for-dla-decision-makers-child-
cases-staff-guide#:~:text=This%20guide%20for%20staff
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