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In general: NICER/NKRS update

NCC
Contracts FOPH
Contracts EBPI

• Nicer.org
• nkrs.ch (up to now only linked to Nicer.org)
• onec.ch («»)
• snrt.ch («»)
• nacr.ch («»)



NICER/NKRS update: Data structure



NICER/NKRS update: SCHB

SCHB Kapitel Sprachen

Entwurf für Inhaltsverzeichnis und Organkapitel D/F

Teil A ‐ Einführung ‐ Kapitel 1‐4 D/F

Teil B ‐ Kommentare zu den Variablen der Basisdaten 
‐ Kapitel 1, 2.1, 2.5‐2.13 D/F‐V1

Teil B ‐ Kommentare zu den Variablen der Basisdaten 
‐ Kapitel 2.2, 2.3, 2.4 D/F‐V1

Teil C ‐ Kodierungshandbuch für Erwachsene D/F‐V1

CHOP Treatment Coding D/F‐V1

Organkapitel ‐ Brustkrebs D/F‐V1

Organkapitel ‐ Darmkrebs D/F‐V1

Organkapitel ‐ Prostata D/F‐V1

Organkapitel ‐ Hämatologische Tumoren D/F



NICER/NKRS update:Data publication pillars



NICER/NKRS update: Data Usage Regulation

Data classification
according to CRA/CRO

Data request type Personal
Anonymized1 Aggregated

(CRO, Art. 30, par 1, 2) (CRO, Art. 30, par 3, 4)
Data request from third parties NO research purpose (CRA, Art. 16)
(see 4.2) X

Data request for evaluation of diagnosis, treatment quality (CRA, 
Art. 27)
(see 4.3)

X

Data request from third parties research purpose (CRA, Art. 23, 
CRO, Art. 30)
(see 4.4)

X

Patient/patient representative requests own data (FADP, Art. 8)
(see 4.5) X

International collaboration (CRA, Art. 20)
(see 4.6) X



NICER/NKRS update: Patients information
( & information wave 4)



NICER/NKRS update: Patients information
( & information wave 4)



Patients information
( & information wave 4)

• Patient information as a 
compact – short and simple 
version for the patient handed
out by physician – to download

• Patient information extended on 
the web page (1‐15)

• Patient information extended
also to download as pdf

• Link to ChCR for patient
information kids and adolescent



Patients information ‐ veto
( & information wave 4)

• Veto formular only available as a 
link to a zip file on the webpages
of the CCR and the ChCR

• Described and linked in the
patient brochure

• Described as well in the
extended version on the ChCR
and NKRS website



Information of the public

• Minimum requirements: Media 
release and website

• Together with ChCR
• Collaboration and advise of KLS 
is welcomed and searched for

• Communication advisor 
Wolfgang Wettstein died 4 
weeks ago

• Planned time: End of november



Formal changes in structure and processes with KRG

On January 1st 2020 (fastest full registration date: April 2nd 2020)
New Set of selected diagnoses to report
Reporting Duty by individuals and organizations
The basic and the supplementary datasets
Patient Information
Patient ‐ Veto 
Duty to register for the cantons
New Role for NICER as the NACR (i.e. define coding rules, evaluate and report to cantons)



Perspective on development processes

• inside out / outside in
• Matrix – Organzation and their typical conflicts (what and how)
• Different interests in goals with consequences on structure and 
processes and content  out of different history – culture – experience 
(i.e. “nice to know” vs. “need to know”, is there a real “truth”?, is 
there a real “wrong”?)

• Questionsto anwer upfront: who is process owner? Where to lay 
emphasis? Is a timetable more important than the content? Where to 
accept delays? When to stop a discussion? 



Perspective on development processes



CoReDay_5.11.19 15

R

NACR

FOPH

Cantons 
(GDK)

FSO

Med Soc

TF Data‐
structure

w35 w44w36 w37 w38 w39 w40 w41 w42 w43

R

R R

R

R

R

R

R

R

R

NRAB
Meeting

Tel‐Interv.: 
Fast Fact
Finding

New Var.

No Yes

Data Dictionary omission: 
applied and planned 
treatments required.

Var. rev.

OK for new variable: 
Levels for planned, 
initiated, refused, 
not envisaged.

More levels: info if 
regular treatment 
completion or not.

Even more levels: info 
why regular treatment 
completion or not.

Implementation
not without GDK
consultation.

Minutes of 25.1.2017 support 
more levels

OK for revised new 
variable: more levels.

CR
 e
xc
lu
sio

n!

Implementation
postponed to
2020.

Fast track con‐
sultation with 
GDK? If possible, 
implementation
in 2019.

Info 
wave 4

August|September September|October October|November





Formal process (legally binding)

© Fedora, Fotolia



Future Processes and stakeholder participation

• ChCR, CCR, Cantons, FOPH, FSO, Med. Assoc., FMH, H+, Int. Experts
• NSC, State Secretariat for Education, Research and Innovation (SERI), 
OncoSuisse, SAKK, SPHN, Patient Organisations, Industry….

• Transparency in participants, processes and decision criteria, …?
• Content: increase of quality, relevance and evidence, scientific rigour, 
interpretability,  usability for registration and evaluation, …?

• By delphi procedure with expert opinion or by a group decision, or…?

Process approval by FOPH for «data structure» 
(legally binding) / similar processes for others?



Process approval by FOPH for «data structure» 
(legally binding); possible criteria:

• Validation / evaluation concepts based on a formal proposal and a 
standardized schema

• General
• Interpretability / Usability 
• Medical
• Documentation / Coding
• Juridical / ethical
• ….







3. Short group work on process demands
Questions:

‐ What would be a optimal processs for you to participate in the optimization process?
‐ What is most important for you if have to judge a new variable of the data structure that

you have to register / code (criteria)
‐ What is most important for you to judge a coding proposal for a variable  (criteria)
‐ What information do you need to fully understand and judge a coding proposal ?

‐ Is it important if a variable is part of the quality appraisal of a guideline ?
‐ Who has to be integrated in such a judgeing process ?

NICER CoreDay
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