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SCORED – The Vision

Based on the highly uneven / fractionated registry

landscape in Switzerland in 2019, 

SAKK envisioned to…

▪ build up the first nationwide centralized infrastructure at SAKK to collect oncology real 
world evidence data from clinical practice (22 oncology hospitals/centers)

▪ Make data interoperable by collecting structured data, i.e. by pre-defined parameters 
(core data set) and store the data at SCORED data warehouse for future analyses

▪ Support the need for structured data collection and automatic data transfers, also in 
non-University hospitals

▪ Foster collective learning throughout Switzerland's hospitals by sharing the results from 
all SCORED research projects

▪ Advance efficient cancer care by collaborating with all health care partners



SCORED Status (I): Fostering Data Sharing and Interoperability

SPO consortium (left) and SCORED registries are working towards FAIR data collection & evaluation
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Automated data flow within Consortium Agreement (WIP); all participants can access data

SAKK network: 
22 UH, medium and small centers
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DWH (tbe)Manual data transfer with eCRF * Center participating in SCORED via eCRF

DataWareHouse

Plan for (automated) data flow within Consortium Agreement (WIP) 

Appr. 70% of CH patients (2020)

For SAKK registry project data transfer



Q2 2020

SAKK 80/20 CaSA: 
Outcome and 
prognostic factor of 
SARS CoV-2 infection in 
cancer patients 5

SCORED Status (II): 

Two completed registries, good pipeline of new projects

Q1 2020

SAKK 80/19 AlpineTIR: 
Alpine Tumor 
Immunology Registry

2022

Ovarian Cancer

In preparation

Open for data 
collection

Completed

2022

LuCa EGFR:          
EGFR+ NSCLC with a 
focus on EGFR Exon 
20insertion mutations

2022

Swiss Registry for 
Innovative Cancer 
Drugs

2022

RePaC:                 
Swiss Registry on 
Resectable
Pancreatic Cancer
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Most important SCORED features

CDS aligned with 
MDS / SPHN/O

Data governance by 
SAKK & SPO-NDS

Full patient history: 
From diagnosis until 

death/Lost to FU

>1000 patients 
already included

High data quality: Consistency 
checks, coding dictionaries, 

queries, etc.



SCORED:  
The Core Team at the Competence Center of SAKK in Bern…

Jens Schulenburg

Head Clin Data Mgmt

Daniel Hugelshofer

PM SCORED

Isabel Gysi

Data Architect

Zuzanna Maniecka-

Moser  /  CPD

Gisela Müller

CPM

… and: The oncologists and trial coordinators at the centers!

Charlotte Maddox

Head Clin Proj Dev

Stefanie Hayoz

Head Statistics


