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In June 2010, a total of 45 active PSC researchers from Norway, Sweden, Finland, Germany, Switzerland, 
Austria, Italy, Spain, France, Belgium, the Netherlands, UK, Ireland, US and Canada met in Oslo and  
established the International PSC Study Group (IPSCSG). Entering 2016 the network consists of renowned 
scientists and clinicians from more than 57 different institutions in 22 countries working with autoimmune 
liver diseases.

international PSC Study Group (iPSCSG)  
Annual report

representation in the network is 
based on active participation in 
at least one ongoing study, but 
intentionally kept low, informal- and 
interest-driven. Every second year, 
a two-day meeting is hosted by one 
of the participating institutions, 
in 2012 in Hamburg, and in 2014 
in Amsterdam. two hour update 
meetings are held twice a year 
during the international Liver 
CongresstM (iLC) organized by the 
European Association for the Study 
of the Liver (EASL) and the annual 
meeting of the American Association 
for the Study of Liver diseases 
(AASLd). 

in 2015 the first meeting took 
place in conjunction with the EASL 
international Liver Congress in 

Vienna on April 25th where the 5th 
anniversary of this international, 
team-based and cutting-edge 
cooperation was celebrated. in 
addition to the project updates, a 
key point for this meeting was to 
bring the group closer to joint grant 
applications within major funding 
bodies like the EU/Horizon2020 
and NiH. one step in this direction 
is the leadership role taken within 
the autoimmune liver disease arena 
(IPSCSG included) to enter into an 
application of a “European reference 
Network” for rare liver diseases. 
Whilst a clinical initiative, a platform 
of an eu accredited clinical network 
is also anticipated to be important 
when reaching out for research 
funding (e.g. within Horizon 2020). 

the second meeting was organized 
in connection with the AASLd 
Liver Meeting in San Francisco on 
November 15th. the update meeting 
was concerned with the completion 
of several major undertakings in 
the international PSC study group, 
for which papers are expected 
to appear in 2015. these include 
the genome-wide association 
study meta-analysis (almost 5,000 
patients), the immunochip cross-
disease analysis (including more than 
85,000 individuals and in addition 
to PSC patients with inflammatory 
bowel disease, psoriasis and 
ankylosing spondylitis), the clinical 
database paper with clinical data 
from more than 7,000 patients, the 
cholangiocarcinoma sequencing 
project, and the immunochip sub-
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pŚenotǇpe paper ;ŵore tŚan ϯ͕000 
paƟentƐͿ͘ &urtŚerŵore͕ Ɛeǀeral 
ĐlŝnŝĐal ďŝoŵarŬer anĚ ŝnterǀenƟon 
ƐtuĚŝeƐ are unĚerǁaǇ͕  ŝnĐluĚŝnŐ 
the IPSCSG anchored FICuS study 
;elaƐtoŐrapŚǇ͕  Klŝǀŝer CŚaǌouŝllŝereƐͿ 
anĚ �/>Sd�Nd2 ƐtuĚǇ ;enĚoƐĐopŝĐ 
tŚerapǇ͕  CǇrŝel PonƐŝoenͿ͘

�otŚ ŵeeƟnŐƐ aƩraĐteĚ a Ĩull 
auĚŝtorŝuŵ anĚ tŚe Őroup ŚaƐ 
all reaƐon to ďe prouĚ oĨ ŝtƐ 
aĐŚŝeǀeŵentƐ anĚ ŵoƐt ǀaluaďle 
ǁorŬ anĚ ĐollaďoraƟon͘ PlannŝnŐ 
is now ongoing for the 4th ďŝennŝal 
ŵeeƟnŐ ŝn Neǁ ,aǀen͕ Ĩor 
ǁŚŝĐŚ zale ŚolĚƐ tŚe orŐanŝǌŝnŐ 
reƐponƐŝďŝlŝƟeƐ͘ &urtŚer ĚetaŝlƐ on 
proũeĐtƐ anĚ upĚateĚ ŵeeƟnŐ ĚetaŝlƐ 
Đan ďe ĨounĚ at ǁǁǁ͘ŝpƐĐƐŐ͘orŐ͘

the iPSCSg Delphi consensus 
process on clinical endpoints
A ŬeǇ Ěelŝǀeraďle oĨ tŚe /PSCS' 
ŝn 2015 ǁaƐ tŚe puďlŝƐŚŝnŐ oĨ 
tŚe �elpŚŝ ĐonƐenƐuƐ proĐeƐƐ on 
enĚpoŝntƐ ŝn ĐlŝnŝĐal trŝalƐ ŝn PSC 
ŝn ,epatoloŐǇ ;Ɛee ĨaĐƐŝŵŝleͿ͘ dŚe 
proĐeƐƐ reƐulteĚ ŝn tŚe ĨurtŚerŝnŐ oĨ 
tŚe topŝĐ ďǇ tŚe AŵerŝĐan AƐƐoĐŝaƟon 
Ĩor >ŝǀer �ŝƐeaƐeƐ ;AAS>�Ϳ ďǇ tŚe 
ũoŝnt orŐanŝǌŝnŐ oĨ a ǁorŬƐŚop 
together with the FDA in Maryland 
ŝn DarĐŚ oĨ 201ϲ͘ dŚere are noǁ 
ŵanǇ onŐoŝnŐ ĐlŝnŝĐal trŝalƐ ŝn PSC͕ 
tarŐeƟnŐ a ďroaĚ ranŐe oĨ potenƟallǇ 
releǀant tarŐetƐ ;ranŐŝnŐ Ĩroŵ noǀel 
ďŝle aĐŝĚ ĚerŝǀaƟǀeƐ͕ ŝŵŵuneͲ
tarŐeteĚ tŚerapeuƟĐƐ͕ anƟďŝoƟĐƐ 
anĚ anƟĮďroƟĐƐͿ͘ do ďe aďle to 
Đoŵpare tŚe reƐultƐ oĨ all tŚeƐe trŝalƐ͕ 
roďuƐt enĚpoŝntƐ anĚ tŚe ĐonƐenƐuƐ 
ŝnŝƟaƟǀe ŝƐ ƐorelǇ neeĚeĚ͘

MEMBERS OF THE STEERING 
CoMMittee

ProĨ͘  Ulrich H. Beuers͕ AŵƐterĚaŵ͕ 
the Netherlands
�r͘  luca Fabris͕ PaĚua͕ /talǇ
ProĨ͘  Martti Färkkilä͕ ,elƐŝnŬŝ͕ 
Finland
ProĨ͘  Chris Bowlus͕ SaĐraŵento͕ hSA
ProĨ͘  olivier Chazouilleres͕ ParŝƐ͕ 
France
�r͘  Gideon Hirschfeld͕ �ŝrŵŝnŐŚaŵ͕ h<
ProĨ͘  Tom Hemming Karlsen͕ KƐlo͕ 
Norway 
(coordinator/secretary)

PlANNeD MeetiNgS iN 2016:

�arĐelona ŝn Aprŝl 1ϰth 
Neǁ ,aǀen ŝn :une 2ϲth ʹ 2ϳth 
�oƐton ŝn Noǀeŵďer


