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There are over 100 Swedish Healthcare Quality 
Registries (QR)
• The first Swedish QR, started in 1975. In the past two decades, an 

increasing number of nationwide QRs focusing on specific disorders 
have emerged.



Number of NQRs in different healthcare categories
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Organization

6 regional competence centres. 
– promotes the development of new registries 
– create synergistic effects by providing a 

service to and facilitating collaboration 
between registries.

– 60% of the NQRs have ≥80% coverage of 
their target population



Two types of reporting

Presentation to physician

Annual open reporting of all data.





Problems
• Not all Registries are using PROMs
• PROs are not documented as thoroughly 

as traditional medical outcomes. 



Why is there limited take up of PROMs in NQRs?
• Educational issues

– Limited understanding of PROMs
– Unfamiliar with how this data is used 
– PROMs are not valued by clinicians

• Supply issues 
– Lack of instruments (or lack of translated instruments)
– Alternatively: too many instruments to choose from.

• Administrative issues
– Unwillingness to burden patient with many questions.
– Requires additional resources / costs



The action taken by the Swedish Health Service
1) Certification – funding is based on quality in 
these 5 areas!
(i) Completeness - target population. 
(ii) Coverage - healthcare units. 
(iii) Validity - reflects the real world of patients 

and healthcare (includes PROM). 
(iv)Promptness /speed of data collection.
(v) Comparability – across clinics /other NQRs



2) Swedish item-banking project 
 Translation and linguistic validation.

 Establishment of a network of active users and researchers working 
with item banks in general.

 Workshops and seminars to inform and identify potential future 
users and stakeholders.

 Creation of a secure national data collection methodology. 



Quality control group
health care, 
measurement experts, 
patient representatives

Steg 1

STEG 3

STEG 2

STEG 4

Swedish translation process 



10,000 metres for adult measures

6 NeuroQoL
banks
Neurological 
Registries

Profile-29
Systemic sclerosis 
– Lund

Global-10
Orthopaedics
- St Göran’s, 

Outstanding adult 
item banks
- Karolinska

Fatigue short form-7 
Polio, 
- Skåne, 

Sexual function 
Cancer -
Karolinska

Global-10
Breast 
cancer 
- Huddinge, 

Profile-57
Norway



3000m Steeplechase for child 
measures

All remaining 
pediatric item 
banks
Karolinska
Institute & Child 
cancer registry

Profile-25
Pediatric
Orthopedic
register4 item banks 

asthma
- Örebro

Profile-25
Diabetes clinic 
– Stockholm

Profile-25 
Diabetes 
- Halland

Set of 6 short 
forms 
(PROMIS & 
ToolBox).
Obesity-
Kungsbacka
council –

Profile-25
Healthy population
- Gothenburg

Profile-25
Norway



We work with:

• Range of different conditions
• Registries, hospital, schools
• PROMIS, NeuroQoL, ToolBox
• Language specific reference scores in the 

general population



The technical solution 





Conclusions / lessons learnt so far 
• Involve multiple stakeholders at different levels in the early 

formulation of the approach in order to build a sense of ownership.

• Limit the administrative burden
• Ensure data quality and the use of standards
• Demonstrate how to use the data for improvement  (health care 

and individual patients)

• Create a trust environment for building and maintaining registries

• Increase transparency to drive forward quality 

• Encourage open access for research



Questions?

• How do we integrate item banking into decision making?
• Who should initiate the data collection – doctor or patient?
• How should we present the results to the doctor & patient?
• How do we share the results with other professionals?
• How do we train the people who administer the tests? 
• How do we obtain PRO data from very young patients?
• How do we ensure the quality of the items/banks? 
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