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The Swedish National Diabetes Register
• To improve diabetes care

• Launched 1996

• Internet-based quality registry 

• Interactive statistical reports

• Immediate access own results and comparative national 

statistics

• Local quality control

• Benchmarking-public results

• Ideally, all persons with diabetes should be registered once 

every year

• Not yet mandatory, but high ascertainment
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• The NDR is maintained by the Swedish Society for 
Diabetology on behalf, and with the financial support, 
of the Swedish National Board of Health and Welfare and 
the Swedish Association of Local Authorities and Regions. 

• The Swedish Diabetes Association, a patient advocacy 
group, actively uses the NDR as well. 

The Swedish National Diabetes Register
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The Swedish National Diabetes Register

Date of registration Microalbuminuria

Caregiver code Diabetic nephropathy

Social security number S-Creatinine

Year of diabetes onset Ischemic heart disease

Type of diabetes Stroke

Diabetes treatment Fundoscopy/retinal photo

HbA1c Visual impairment

Height & weight - BMI Foot examination

Blood pressure Amputation

Antihypertensive treatment Smoking

Blood lipids Waist circumference

Lipid-lowering treatment Physical activity

Aspirin treatment Severe hypoglycaemia

 Patient ID
 Clinical characteristics

 Risk factor control
 Treatments 

 Complications
 Processes

+
Fusion with

external registries
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NDR- A natural part of diabetes care

 online feedback has been 
of great importance! 

•>1400 care units online

•About 90% of all known

 patients with diabetes 
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Patient profilePatient profile
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NDR’s risk engines
adopted by European 
guidelines

Gudbjörnsdottir et al. Diabetes Res Clin Pract 2011;93 (2):276-84



Real-time statistics
publicly available

Real-time statistics
publicly available



Nationella Diabetesregistret, Registercentrum Västra Götaland, Göteborg

% of persons 
with diabetes 
type 1, treated 
with insulinpump



• The critical factors for success are that measuring results is 

integral to the overall clinical process, as well as training the 

entire team to participate in the improvement effort

Quality improvement projects
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Proven quality improvement projects, kids



Nationella Diabetesregistret, Registercentrum VGR, Göteborg



Registry-based research

SWEDISH NATIONAL DIABETES REGISTER

• Excellent opportunities for long-term studies 
of a large (and increasing) patient population; 

• > 80 original scientific papers – 
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The incidence of type 1 diabetes in 0–34 year olds

CONCLUSIONS: 
The incidence of type 1 diabetes in patients aged 34 
and younger was two to three times higher than 
previously reported. The registries can be used to 
reliably assess incidence rates in this age group.

CONCLUSIONS: 
The incidence of type 1 diabetes in patients aged 34 
and younger was two to three times higher than 
previously reported. The registries can be used to 
reliably assess incidence rates in this age group.



The Lancet 2011; 378: 140–6

41-45 years 56-60 years

Conclusion:
Heart failure should be considered a major diabetic 
complication in type 1.

Good glycaemic control could potentially prevent 
hospitalisation for heart failure
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• Registry-based observational study to determine the 
excess risk of death according to the level of glycemic 
control in Swedish population of persons with type 1 
diabetes

• For each patient, five controls were selected from the 
general population and matched according to age, sex 
and county.
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Relative risk for death (total and CVD) for
Persons with typ-1 diabetes compared with controls

Lind M et al. N Engl J Med 2014;371:1972-1982
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Conclusion:
Patients with type 1 diabetes and good metabolic 
control, HbA1c ≤6.9% (52 mmol/mol) – had a risk of 
death from any cause or from cardiovascular causes 
that was twice as high as the risk for matched controls.



Risk of death (adjusted for 13 confounders)
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Population:

24,947 patients,

No previous CVD

Mean age 39.1 yr.,

Mean follow-up 6 yr.,

>1000 events

How does SES relate to CVD and death in type 1 diabetes?

Gudbjörnsdottir. Diabetes Care. 2015 May 13

Conclusion:

Low SES increases the risk of CVD and death by a factor of 2–
3 in type 1 diabetes. 



Insulin pump therapy -  BMJ, June 22
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Organizational gains

•Almost complete nationwide monitoring of one of the most 

important chronic conditions

•Publically available real time data

•Tool for improvement and online feedback

•Benchmarking against guidelines

•Assessing patient reported outcomes

-

What does NDR give us?
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Trends in Swedish diabetes care 1996-2015

•Risk factor control is improving

•Much less variation between units

•NDR is an important tool for improvement

•Real-time statistics, publicly available

•Focus on PROM
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Nationella Diabetesregistret

http://www.healthpowerhouse.com/files/EDI-2014/EDI-2014-report.pdf



Nationella Diabetesregistret, Registercentrum Västra Götaland



Nationella Diabetesregistret, Registercentrum Västra Götaland



Strategic building blocks for National Registries

Professional 
and patients 

concensus

Valid and 
reliable 
metrics 

Data 
capture

Easy-to-use 
IT interface
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Systematic and 
fast feed back

public reporting

Best practice 
clinical 

improvement 
work

Clinical 
research

Stable 
financing

SWEDISH NATIONAL DIABETES REGISTER

Strategic building blocks for National Registries
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