WHO ATTENDED THE CONFERENCE

Other
7% Adults with cystinosis

14%

A patient organisation
representative
3%

A healthcare industry
representative
6%
A parent of an adult(s) with
cystinosis

o,
A research professional 10%

6%

A parent of a child/children
with cystinosis
20%

A healthcare professional
26%

A family member/ carer of a
child with cystinosis
8%



How would you rate the conference overall?

Not useful at all
0%

Somewhat useful
1%

Extremely useful
41%

Very useful
47%

B Not useful at all ® Somewhat useful ® Useful ™ Veryuseful ™ Extremely useful
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Please tell us for each speaker how useful you found their presentation

Elena
Lectchenko

Don Cairns

Joyce Senior

Rachel Bishop Anuj Chauhan Justine

Bacchetta

B Not at all useful

A little useful

Christian Koppl

B Useful

B Good

Paul Grimm  Aude Servais

M Excellent

Ahmed Reda Paddy Harrison

M | did not attend

Stephanie
Cherqui

Herbie Newell Paul Goodyer Minnie Sarwal



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

Yes in Europe
51%

Yes in another place
9%

Yes in the US
11%



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

HYes MNo MDon’'tknow

Don’t know
11%




How would you prefer to attend a future cystinosis conference?

In person
14%

Alternating
17%

B Online MIn person M Alternating M Both



1. Which language are listening to this virtual conference in?

English

Sharing Poll Results

Dutch
-

French
[

German
—

Italian
—

Russian
_-—

Spanish
—

Turkish

o
o

9%

Sharing Poll Results

1.1am

An adult with cystinosis 4) 20%
[m———— ]

A parent of a person with Cystinosis 103) 33%
A family member of a person with cystinosis 26) 8%
——i]

Physician/dactor looking after someone with Cystinosis

12%
——
Physician/doctor in another area 2%
a
Researcher in cystinosis 16) 5%
[2:o )
Researcher in another area 2%
u
With a pharmaceutical company 12%
E———y
Other { 5%

1. How did you hear about the virtual conference?

My doctor/my child's doctor? 4%
erand

Other health care professional in my or my child's hospital?
S
From my own patient organisation through Facebook or some

other communication?
e

Cystinosis Ireland Facebook post 1 13%
CE—

Direct email from the organisers

m Re-launch Polling




