
Figure 2 suppl. Often patients did not consider symptoms as serious enough to need 
medical attention immediately. 



Figure 3 suppl. The degree of awareness increased if patients had a family member that 
was engaged with them. 



Figure 4 suppl. The diagnosis was perceived by patients as a time of worry and patients 
reported the need to be reassured. 
 



“I was told to spend more time outside, take 
walks and do a healthy workout-something I 

am completely unable to do!”
66 y, female, LVD, Russia 

Figure 5 suppl. The main advices patients received were related to lifestyle, but some 
patients wished to discuss deeper how to apply these lifestyle changes. 
 



Figure 6 suppl. Patients’ reports show the need to receive more time to talk with the 
doctors during the visits. 
 



Figure 7 suppl. Reported patient knowledge of treatments is minimal. 
 



Figure 8 suppl. Lifestyle changes were pointed out to have brought negative emotional 
impact in their life by the majority of patients. 
 



Figure 9 suppl. Patients report frustration due to reduced activity/restricted lifestyle and 
fears of death. 
 



Figure 10 suppl. The overall emotional burden of the disease does not seem to alleviate 
over time. 
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