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1. Introduction 
2. Overview of the clinical data available in RKKP health data registries
3. Services and opportunities for collaboration 
4. How to proceed - whom to contact - and general requirements for 

getting access to data
5. Examples
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THE RIGHT CONSTELLATION 
Universal tax-funded, income-independent healthcare
Extensive long-term record-keeping
Individual-level linkage
Lifetime follow-up
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National Clinical Registries

“An organized system that uses observational study methods to collect uniform 
clinical data to evaluate specified outcomes for a population defined by a 
particular disease, condition, or exposure, and that serves a predetermined 
scientific, clinical, or policy purpose(s)”
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Clinical 
commitment

Analytical 
competencies

Gliklich R, Dreyer N. Registries for Evaluating Patient Outcomes: A User’s Guide. Rockville, MD: Agency for Healthcare Research and Quality; 2010. AHRQ Publication No. 10-EHC049.
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National Clinical Registries
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Clinical ownership and responsibility for 
content and analysis and interpretation and
ACTION
Founded through the professional societies
Mandated by law 
Exempt from patient consent to data 
collection
Mandatory national coverage (Record 
completeness)
Funded by healthcare providers 



Clinical data available
86 National Clinical Registries 
Oldest: 1978. Youngest: to be established in 2022
Examples:

Danish Ocular Oncology Database – 75 patients a year
The Danish Database for Acute and Emergency Hospital 
Contacts   - 1,8 mio. hospital contacts
The Danish Adult Diabetes Registry - GP and hospital care
Danish Cardiac Rehabilitation Database - primary and 
secondary care 
Some with focus on implantation safety (The Danish 
Pacemaker and ICD Register)  - others on a procedure (Danish 
Anesthesia Database) – most disease specific (stroke, 
depression, lung cancer)
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28 cancer registries, including quality of palliative care and 
national screening programmes
13 chronic diseases (excluding cardiovascular and psychiatric 
registries)
11 cardiovascular diseases
8 non-neoplastic elective surgery/orthopaedic surgery, 
gynaecology
6 emergency/acute surgical and medical care (excluding 
cardiovascular and psychiatric registries)
6 psychiatry, including dementia care
4 obstetrics
10  misc. 
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Clinical data available
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Patient characteristics
Disease characteristics
Information on the intervention
Information on outcome
<10 registries: patient reported data
Unique patient identifer
Longitudinal follow-up
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Clinical data available
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The registries fully documented (in Danish)
www.rkkp-dokumentation.dk/
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How to proceed 

Data can be passed on to research purposes
Approved projects in EU/Nordic countries  
Can document GDPR-compliance 
Can document that data is necessary for the project
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How to proceed
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Online  - https://www.rkkp-forskningsadgang.dk/
261 data sets passed on to research in 2020
7 steps:

https://www.rkkp-forskningsadgang.dk/
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Possible roles in the R&D chain
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Characterization of of patients with 
high unmet needs
Benchmark of response/survival 
observed in early trials
Complex innovative trial designs in 
late development
Post-marketing studies
Decision support tools and digital 
diagnostics
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Limited stage T-cell lymphoma 
Unmet needs and benchmarking of early trial results
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Rare disease with high unmet 
needs – very few patients with 
limited stage disease
Characterization of outcomes in a 
real-world setting to obtain 
benchmark for novel therapies 
therapies
251 well-characterized patients 
with long (and complete) follow-
up for survival analyses obtained 
from Nordic population-based 
registries, including RKKP

251

CHOP (-like) Therapy

Inclusion

Adult nodal PTCL 
2000-2014 no.

1292 959

Stage III and IV

Stage I and II Other therapies

82333
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Limited stage B-cell lymphomas
Outcomes poorer than other more common
lymphomas
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With exception of a single subgroup, 
outcomes are clearly poorer than for 
corresponding B-cell lymphomas
Important to have precise outcomes 
data when assessing efficacy of novel 
therapies for selected patient 
population
The population-based setting is a 
strength and ensures data on an 
unselected (more unbiased) populations 
reflective of the real-world patients
Similar analyses can be done for 
various cancers and other diseases
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Post-marketing studies

Real-world effectiveness of new cancer drugs
Effect may differ in the real-world setting with frail, elderly patients being prevalent
Value to new drugs to society can be explored in nationwide RW data 
For example, we can document the effectiveness of rituximab in a nationwide real-world 
setting where all inhabitants have equal access to health care
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Coiffier et al. NEJM (2002) Jakobsen et al. Leuk & Lymp (2019)
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Decision support tools

R&D funding to development of decision 
support tool
Decision support tools mustwork in a RW 
setting 
RW patients have to be included in the 
development process
In the example, we can provide highly 
accurate information on outcomes in 
lymphoma using simple clinical information 
for personalized outcome predictions – in 
contrast to the typically used group based 
outcome prediction

18

Biccler et al. Journal of clinical cancer informatics 2018
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Contact
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+45 2488 8428
jwj@rkkp.dk
Hedeager 3
8200 Aarhus N
Denmark

mailto:jwj@rkkp.dk

