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The ethics of re-using health data:
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R Main conclusion:
o Research question:

Registries provide basic ethics information, Questions or Feedback?
What information do patient registries Please contact Olmo van den Akker
but fail to mention important details that are (ovdakker@gmail.com)

provide about their ethics practices?

emphasized in existing guidelines

Checklist

Search results
European Network of Centres
for Pharmacoepidemiology and Pharmacovigilance SE Display N T c hical oriei Home > BMC Medical Ethics > Article
o sp ame ype eographical origin
[ [Homo| Sitemap | Q&A | NoticeBoard | Links | Contactls | | 1 BKGR Deta  Transnational Responsible data sharing in international
Home = Search Database o »

2 Biokeg Ausiria Date  Austria health research: a systematic review of | e u I I e a
fln il : CPRD ’:'I?:f:te sl prInCIpIes and norms EUROPEAN NETWORK FOR HEALTH TECHNOLOGY ASSESSMENT
ENCePP Documents < o . - - - :

Training in PhEpi and PV Search Database-@ 4 Calliope Data e Research article | Openaccess | Published: 28 March 2019
L L he ¢ h for: Source Volume 20, article number 21,(2019) Citethisarticle
e Please select the type of resource you want to search for: 5 DA Germar - g:ta T — - B R o t E I t o d I o t
urce
:tr‘agd;;dsst&dbl.lslsalnc:es O centre O MNetwork @ Data source i DAPI database Data Germany Oyl e i & TS A eg I S ry Va u a I O n a n ( ! u a I y
e udy Sea Soi
Public Consultation 11;::23 ie;;cg r::tr:if:a are non-mandatory. Therefore, not specifying any search criteria will return all = TER D;:::E [ — y
v Standards Tool (REQueST
Name of data source: | 8 DKCC - Skin Cancer Data TR ShonaKalkman [, Menno Mostert, Christoph Gerlinger, Johannes J. M. van Delden & Ghislaine ). M. W.
soure van Thie
Type of data source: [ picease/case registry - 9 Danish Registries (access/analysis) Data Denmar 3
Spontaneous reporting database s g] 13k Accesses D 73 Citations @ 56 Altmetric ﬁ 2 Mentions Explore all metrics -
. . 3
EV PAS Register Presnj'r'i.ption. event monitoring I 10 Dravet-SCN1A-PCHD19 Registy g::ce Transnational
_ \ﬂ Administrative database, e.g. claims 5 .
- database 11 Drugs and Pregnancy Finland Data Finland
[[J Routine primary care electronic patient SOuce
registry 12 EBMT Data Transnational
[J Exposure registry Source
[[J pharmacy dispensing database 13 EHDN - REGISTRY Data Transnational
[ Prospective studies database & Source
14 EHR - Blood disorder Data United Kingdom
Source
15  EMBARC Data Transnational
Source . o . .
o e Rt A S— 26 questions categorized into 5 ethics themes:
Source
17 EUROMAC Data Transnational
Source
18 Enroll-HD Data Transnational
Source .
19 EudraVigilance Data Transnational 1 ) Gove rnance (3 q uesthnS)
Source
— : Registries for . ‘
20 Eurcpean Porphyria Registry (EPR) Data Transnational ) ( )
: e Evaluating Patient 2)  Conflicts of Interest (2 questions
I .t . I I f d 68 re ist ri e S i n t h e yal FranceCoag - Haemophilia SI?(::E:CE Franc oukomes. .
nitially, we toun g . =S ¥ & 3) Informed Consent (9 questions)
R A User’s Guide
. 23 GePaRD Data Germany ) Per (3 Stl nS)
database but 17 were not suitable for s 4 acy (5 questio
24 German CF Registry Data Germany
Source e
_ . e — 5) Use-and-Access (9 questions)
our ethics assessment = Final N =51
a g-m‘\@' > Pri ilv bi di “ h ide info ab X?”
rimarily binary coding (“Do they provide info about X:
Registries for Evaluating Patient Outcomes: A User's Guide

Selected Results
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