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Issued in 2023

1-year mortality in MI 

< 80 years, 

per county, 2020–2021. 

1 year mortality 

in patients with myocardial infarction

< 80 years of age admitted 2020 - 2021



What is a Quality registry?

• Contains individual structured data on 
patients, medical interventions, and outcomes

• Integrated into the clinical workflow

• Capacity to generate reports in real time

• Supported by an organization of health care 
professionals, researchers, patient reps

• Used for continuous learning, quality 
improvement, research and randomized trials

• Might be integrated with EHR

Quality registries

Sveriges Kommuner och Regioner



Development Intelligence

Quality registries

DI

Immediately 
actionable 

data

• Contains individual structured data on 
patients, medical interventions, and outcomes

• Integrated into the clinical workflow

• Capacity to generate reports in real time

• Supported by an organization of health care 
professionals, researchers, patient reps

• Used for continuous learning, quality 
improvement, research and randomized trials

• Might be integrated with EHR



SWEDEHEART – History

SWEDEHEART registries started during the 1990s

• Swedish heart surgery registry 1992

• RIKS-HIA (heart intensive care) 1995

• SCAAR (coronary angiography and PCI) 1998

• SEPHIA (cardiac rehabilitation and secondary prevention) 2005

• SWEDEHEART (all 4 registries combined) 2009

• SWENTRY (transcatheter valvular interventions) 2012

• SNKR (cardiogenetic registry) 2016

Quality registries



SWEDEHEART – Organisation

Quality registries



SWEDEHEART – Coverage

Quality registries

Hospitals Patients

Heart surgery registry 100 % (n = 8) 100% (n ≈ 7,000)

RIKA-HIA (ACS) 100% (n = 69) 92% (n ≈ 30,000)

SCAAR (PCI) 100% (n = 29) 100% (n ≈ 40,000)

SEPHIA (Sec. prev) 85% (n = 65) 80% (n ≈ 5,000)

SWENTRY (TAVR, TMVR) 100% (n = 7) 100% (n ≈ 500)



How do Quality registries work?

Quality registries

Data recorded by
healthcare provides

Data
warehouse

Data presented in real 
time and as regular reports



To staff

To leadership

To patients

SWEDEHEART - feedback for quality improvement

Quality registries

To the public



Quality registries for observational research!

Data recorded by
healthcare provides

Data presented in real 
time and as regular reports

Data
warehouse

Research
database

Quality registries



Swedish national registries based on personal number yyyymmdd-nnnn

Quality registries

Statistics Sweden

EHRs

Hospital 

admission - ICD

Population registry (vital status). Cause of death registry

Prescription 

registry Outpatient 

diagnosis 

registry
107 

Quality 

Registries

Biobanks



SWEDEHEART – Gold mine for observational research

Quality registries
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SWEDEHEART

Implementation of treatments in Non ST-elevation myocardial infarction 
over 30 years
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SWEDEHEART

1-year outcomes in Non ST-elevation myocardial infarction 
over 30 years



NSTEMI – Changes in MI freee survival over 30 years

SWEDEHEART
Time from admission (years)
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Average difference In 
MI free survival between 
1991/93 – 2020/21 is 6.72 yrs



Registry-based Randomized Clinical Trial - R-RCT

Prospective randomized trial that uses a clinical registry for one or 
several major functions for trial conduct and outcomes reporting.

Nature Rev Cardiol. 2015 May;12(5):312-6

• Pragmatic

• All comers

• Resource-effective

• Observational

• Hypothesis 

generating

• Randomized

• Selected population
• Resource-intense

• Efficacy

• Causal 

     inference 

R
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Randomized 

clinical  tr ial (RCT)

Observational  

Real world data (RWD)



Registry-based Randomized Clinical Trial - R-RCT

Prospective randomized trial that uses a clinical registry for one or 
several major functions for trial conduct and outcomes reporting.

Nature Rev Cardiol. 2015 May;12(5):312-6

• Pragmatic

• All comers

• Resource-effective

• Randomized

• Efficacy - effectiveness

• Causal inference



TASTE  trial – Inclusion rate

Randomized

All primary PCI in Sweden

7,244 patients

Fröbert et al. NEJM. 2013;369:1587-1597



TASTE  trial – All-cause mortality at 30 days

HR 0.94 (0.72 - 1.22), p=0.63



R-RCT (TASTE trial) vs RCT (TOTAL trial)

Fröbert et al. NEJM. 2013;369:1587-1597
Lagerqvist et al. NEJM. 2014;371:1111-1120

Jolly et al. NEJM. 2015;372:1389-1398

1st patient: June 2010
30 centers
22 months to full enrollment

1st patient: August 2010
87 centers
48 months to full enrollment

500,000 € 15,000,000 €



During trial

Mean use during trial

Mean use immediately after trial

Bucceri Circ CV Int 2019

Thrombus aspiration before and after the TASTE trial



Primary Endpoint up to 365 days

Ambient air

Oxygen treatment

Oxygen treatment 5.0 %

Ambient air 5.1 %

HR 0.97
95% CI, 0.79 – 1.21

P=0.8
Eligible patient*: 

In ambulance, ED or cath lab

N=6600 

Oxygen
6l/min for (6-)12h 

via Oxymask

Air

Primary Endpoint: 1-year total mortality
Additional secondary endpoint and sub studies

Data analysis through SWEDEHEART registry and national mortality registry

*Inclusion criteria:

• symptoms suggestive of AMI 

within 6h

• SpO2 ≥ 90%

• ≥ 30y

• ECG changes indicating

ischemia and/or 

elevated troponin levelsR

1:1

Funding: Swedish Research council (VR)

Strategy trial with simple endpoints





Quality registries

  Active  Published

Cardiology     8     7

Bariatric surgery      1     1

Vascular surgery    1     1

Stroke        1*

Obstetrics     1 

Gynecology     2

Pulmonary medicine 1

GI cancer     1

Orthopedic surgery 4

Diabetes     1

Renal failure     1**

R-RCT in Sweden 2023



EuroHeart mission

• develop an international collaboration of
countries with continuous online registration
of high-quality, harmonised patient data at
admission and over time supporting
continuous improvement of care and
outcomes in patients with common
cardiovascular diseases. .

• create an international infrastructure for cost-
effective safety surveillance of new drugs and 
devices and registry-based randomised clinical 
trials in a representative populations across 
multiple geographies.



Pilot Phase 

07/19 to 12/21

Extended to 06/22

Consolidation Phase

10/22 to 12/24

EuroHeart

From Jan-25 onward

EuroHeart Data Standards:

• 4 common CV disease domains developed 

in collaboration with ESC Associations, NCS 
and other relevant stakeholders

• ACS-PCI (EHJ 2022)
• Heart failure – CRT, ICD (EHJ 2022)
• Atrial fibrillation – Ablation (EHJ-

QCCO) 2022)
• Valve disease – TAVI (EHJ-QCCO 

2022)

EuroHeart Data Standards

Data 
Standards

Network Registry IT 
Platform



Pilot Phase 

07/19 to 12/21

Extended to 06/22

Consolidation Phase

10/22 to 12/24

EuroHeart

From Jan-25 onward

EuroHeart Data Entry

Registry 
Platform

Data 
Standards

Network

EuroHeart Registry IT-platform:

• Internet-based direct entry of standardized 
data

• Intuitive – no manual needed

• Interactive - on-line definitions and with EHR

• Adaptive – fields/questions expand as needed

• Direct feedback on quality of care - online 
graphical/tabular statics on quality indicators



EuroHeart Network 2024

Registry 
Platform

Data 
Standards

Network Registry IT 
Platform

Created with MapChart

Pilot Phase 

07/19 to 12/21

Extended to 06/22

Consolidation Phase

10/22 to 12/24

EuroHeart

From Jan-25 onward



SWEDEHEART
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