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4 What information? R
i _
* Public education (types of data and types of Information at the individual's
secondary uses, the role of research ethics boards, etc) . level, including:
« Information on data governance (who oversees Lhe :P“'ﬁ » Updates on the use of one's data

data, what data are used and what for, with whom
and how data are shared, etc)

2./ - Information on ethical and aspects (legal
framework, confidentiality and privacy measures,
penalties for misuse, etc)

» Information on technical aspects (data linkage,

«  Return of results from
individual tests

+  Return on global research
results of projects that used
one’s data

AJ-E>IJLE1—-

data security, duration of storage, ete) - :‘m on the sharing of
+ Information on scientific aspects (research ;
B Hﬂ . objectives, methodology, risks and benefits, & :lrmb:ﬂ on how to acoess

data validity, etc)

TR AICEUTE RN Sk B1ER \ / >

7‘;~V§Vhat. How-When) Z{R5RBIICEIE /" How is it communicated? (" Inwhich situations? )

/t‘;f:} » Format (brief, interpreted, and layered to permit little or more _‘\ /:- Before the reuse of
information) data lincluding when the
reuse involves the private

PRISMA-ScR#EHLL, 1783 fkzL C1—
(:Itﬂ{- B’}\_")‘l‘l EPI[:‘\\ 7&7(;[5&@5«]) :aiﬁ?ﬁ?:;glgpw odically, linked to health care encounters, or (=S 3?;[:;'2[:;;?'.: ihe data

» Wording (in accessible and plain language, in the person’s > _
mother tongue, with the use of visual supports and examples, etc) W::{;;“h'&i':":*:la“ahh

» Support (publicity campaigns, mainstream media, emails, call (including if resilts are

or text message, short videos, websites, portals, information actionable or hava
delivered by mail, posters or flyers, face-to-face encounters, etc) clinical relevance)

B When new global results of research

g 1140 S B OO i
- = ggﬁ « ) @ GRiIs <CLARET
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