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Brussels, October 29, 2009

The Swedish National Diabetes Register:

A unique tool in everyday diabetes care
Region Västra Götaland is the principal for the Swedish National Diabetes Register, NDR, a national quality register for diabetes care. NDR is unique owing to its large number of registered patients. Nearly 220,000 people, or close to 60 percent of all those suffering from diabetes in Sweden, and 100 percent of all children and young people, are registered.
Diabetes is a serious disease affecting large numbers of people, and thus a serious public health risk. In Sweden, approximately 3-4% of the general population has diabetes. The prevalence of people over 80 years of age is nearly 20%. 

Monitors quality of care

The Swedish National Diabetes Register, NDR has been successfully implemented in Swedish diabetes care since 1996, and is a register with participation from both hospitals and primary health care. It has provided a unique opportunity to monitor the quality of care regarding risk factors and complications of diabetes, as well as changes in treatment. The NDR has been on-line since April 2002, https://www.ndr.nu/ (in Swedish). This makes it possible for individual clinics to follow up activities quickly and regularly, giving them immediate access to both their own results and national statistics for comparison.

The aim is to further increase the utility of the quality register, thereby improving health and medical care for individuals with diabetes. Data from the NDR indicate that although diabetes care in Sweden is improving, there is still a gap between care and treatment in reality and the national guidelines and NDR is therefore running projects 

(NDR-IQ) for quality improvements in diabetes care. The objective of these projects is for diabetes teams to achieve lasting improvements and treatment results through systematic improvement work and the establishment of new working methods. These projects have already led to substantial, lasting changes 

Facilitates patient involvement

The register makes it possible to focus on central quality indicators, as well as noting various process measures important to local quality assessment work.

Diabetes care today is, to a large extent, a matter of self-management. The NDR can contribute to patients' ability to bring influence to bear, and it encourages and facilitates their participation in their own care and treatment. For example, patients can actively follow their own data regarding the course of their interaction with health care providers.

Improved diabetes care, with a lower burden of risk factors, reduces the risk of complications. This, in turn, means less suffering for the patients and anticipated cost-benefits in a socio-economic perspective. The results from the proposed projects may prove very useful in an implementation process, e.g., in a process for continuous follow up of the performance of an individual diabetes care unit.
Standard IT solution allowing for applications outside Sweden

The NDR is already extensively used all over the country, and there are outstanding possibilities of disseminating new knowledge and measuring its effects. Ongoing projects like NDR-IQ guarantee the circulation of new working methods, with evidence-based potential for improvement.
As an ongoing project, the NDR is now developing a method for estimating how well an organisation fulfils patient expectations regarding diabetes care and treatment, as well as measuring quality of life as a part of registration in NDR. 
NDR comprises standard IT technology solutions that can easily be used in other European countries. This will facilitate international comparisons and provide a unique opportunity to implement European quality follow-up. 
# # #

Contact: Soffia Gudbjörnsdottir, Medical doctor, register holder, Sahlgrenska University Hospital, Gothenburg, Sweden, +46 (0)70 – 77 77 323
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NDR coverage in absolute figures from start-up in 1996. 
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