
Adults with cystinosis
14%

A parent of an adult(s) with 
cystinosis

10%

A parent of a child/children 
with cystinosis

20%

A family member/ carer of a 
child with cystinosis

8%

A healthcare professional
26%

A research professional
6%

A healthcare industry 
representative

6%

A patient organisation 
representative

3%

Other
7%

WHO ATTENDED THE CONFERENCE



Not useful at all
0%

Somewhat useful
1%

Useful
11%

Very useful
47%

Extremely useful
41%

How would you rate the conference overall?

Not useful at all Somewhat useful Useful Very useful Extremely useful
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Please tell us for each speaker how useful you found their presentation

Not at all useful A little useful Useful Good Excellent I did not attend



Yes in Europe
51%

Yes in the US
11%

Yes in another place
9%

No
29%

HAVE YOU ATTENDED AN IN-PERSON CYSTINOSIS CONFERENCE IN THE PAST?



Yes
88%

No
1%

Don’t know
11%

WOULD YOU ATTEND A FUTURE ONLINE CYSTINOSIS CONFERENCE 
(EVEN IF AN IN-PERSON CONFERENCE WAS TAKING PLACE?)

Yes No Don’t know



Online
28%

In person
14%

Alternating
17%

Both
41%

How would you prefer to attend a future cystinosis conference?

Online In person Alternating Both




