actives from the Swedish
onal Diabetes Register

Trends in Mortality and
Cardiovascular Disease in Diabetes

Professor Soffia Gudbjornsdottir
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Quality assurance

31 § The quality of health care should be
developed and assured systematically and
continually. Law (/996:787).
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onal Quality Registries in Sweden

1985 1990 1995 2000 2005 2009
Hip fracture Back surgery Apheresis Catheter ablation Childhood obesity
Growth hormone Cardiac amrest Comea Heart failure Caries & periodontitis
treatment Cataract Elbow arthoplasty Gallstone surgery  Cruciate ligament
WVascular surgery Hernia surgery Gynecological Macula Dental implant
surgery Respiratory failure  In vitro fertilization
Shoulder arthoplasty Thyroid and Obesity surgery

parathyroid surgery  Palliative care
Ventral hemnia surgery

Stroke Eating disorder Hypophysis Asthma

Hearth disease HIvV Atrial fibrillation
Multiple sclerosis Leg ulcer Blood cancer
Otorhinolaryngology Breast cancer
Pain rehabilitation Cardiac arrest
Prostate cancer Cerebral palsy
RA Colon cancer
Rectal cancer Dementia

Dii

Esophageal & ventricle cancer

Gyn-oncology

Head & neck cancer
Infection diseases
Inflammatory bowel disease
KOL
Liver & gallbladder cancer

- PAH

D I ab etes Pancreatic & periampullar cancer

Renal
Swedeheart

Rehabilitation medicine  Intensive care Emergent care
Maternity welfare

Perinatal Eldenly care
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SVENSK FORENING FOR DIABETOLOGI
SWEDISH SOCIETY FOR DIABETOLOGY

* NDR started 1996

* Negotiations with GP:s,
endocrinologists, internists
and patients

The Swedish National
Diabetes Registry




Original aim of NDR

* Benchmarking tool for the health centers
— ... Since improvement requires measurement

The Swedish National
Diabetes Registry



NDR today

* Improve care!
* 100 % of hospital-based diabetes centers
* > 90% of primary care/general practice
* Direct transfer of patient or cohort files
* ndr.nu
—by nurses, mostly
* Results are public!
* Funding

—Swedish Association of Local Authorities and Regions

—Region Western Sweden

The Swedish National
Diabetes Registry




Easy and uncontroversial to
monitor the results in Sweden

* Unique personal identifier

* Allows linkage of official databases
* Health care providers pay the bills
* Political climate

No fear of integrity issues

The Swedish National
Diabetes Registry




NDR platform

* Registercentrum.se created 2009
—One technical platform and IT staff
* 23 quality registries today
—Orthopaedic
—Ear-nose-throat
—Psychiatry

— Airways

—... and other

The Swedish National
Diabetes Registry




NDR Organization

* Manager, Soffia Gudbjornsdottir

* Secretary, project leaders

* Database managers, biostatisticians
* Steering committee

* Scientific advisory board

* Working group (results, reports)

. Multlple collaborations

The Swedish National
Diabetes Registry
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Number of patients

9.5 million inhabitants, < 5% diabetes prevalence

Number of patients entered in NDR, 1996-2015
384124
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NDR today

100 % of hospital-based diabetes centers

> 90% of primary care/general practice
Direct transfer of patient data or cohort files

www.ndr.nu - by nurses, mostly

Real-time results online, down to clinical level,
public
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DATA fgitee ol ASCERTAINMENT

- Rt
L T M

. o5y typ 1DM
|« >90%typ 2 DM

706,331 patients!

A myriad of variables!

* Demographics
* Socioeconomic status Ry FRFEE oy
* Ethnicity, profession

* Biomarkers, Risk factors OPPO RTU N ITI ES

* Treatments, Management | % v

* Complications, Other 2y ° Improve care
disease

* PROM

* Observational studies

N DR NATIONELLA
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NDR - a natural part of diabetes care

online feedback has been
of great importance!

*>1400 care units online
*>90% of all known

patients with diabetes
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Patie
nt reported data (PROM) is now a part of NDR

N

Enkat till dig som har diabetes
momhurdumﬁro:hhurduhu’dﬁmudd‘lndlabﬂﬁ.mandfad-llﬁh&nﬂuum

delar. Den forsta delen handl

pen hir enkaten har tvé
rdigiattta hand om din diabetes.

hur diabetesvarden sthdje
Gor sa hir
« Klicka | det syarsalternativ
+ De fiirsta fem fragerna han

din uppfattning.

fyra veckorna. Alla andra fragor galler hur du har det just nu.

som stammer baswueleﬂsmed
diar om hur du har haft det de senaste

ch hur du har det med din diabetes

DEL 1: Om hur du mar o

Fragor om hur du mar

1. Hur har du matt rent allmant de
[ Mycket bra
[ Ganska bra
(] Ganska d3ligt
[ Bycker daligt

senaste fyra veckorna?

2. Hur har du sovit d& senaste fyra veckorna?
CiMycketbra
[IGanska bra
[ Ganska daligt
[ tycket daligt

Lﬂa:mmmmmuammumma-
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Diabetes care — improvement through measurement

Bjorn Eliasson®, Soffia Gudbjornsdottir
Institute of Medicine, University of Gothenburg, Sahlgrenska University Hospital, 5-413 45 Géteborg, Sweden

ARTICLE INFO ABSTRACT

Keywords: The National Diabetes Register (WDR) of Sweden was inidated in response to The Saint
Dibetre mellitie Vincent Declaration (published 1590), to provide a tool for continuous quality assurance
in diabetes care. The original purpose, to monitor the results of health centres from
year to year and to compare these with natonal and regional means, is still the most
important one, while continuous follow-up of guidelines, treatments and complications
are as important on a national level.

Cuality assurance
Health care
idemiclogy

The Swedish National
Diabetes Registry




PROM

* To develop and evaluate a diabetes-specific
guestionnaire

* For future systematic collection of patient reported
outcomes within the Swedish National Diabetes
Register

* |dentify individuals or groups of individuals with a
potential to increase their quality of life

AL The Swedish National
4h Diabetes Registry




Who wants
to see the results?

National Board of Health and Welfare
and other national bodies

Regional health care providers
The clinics

The patients

Big pharma

The Swedish National
Diabetes Registry




Glycemic Control and Excess Mortality in Type 1 Diabetes
N Engl J Med

Volume 371(21):1972-1982
November 20, 2014

The NEW ENGLAND JOURNAL of MEDICINE

ORIGINAL ARTICLE

Glycemic Control and Excess Mortality
in Type 1 Diabetes

Marcus Lind, M.D., Ph.D., Ann-Marie Svensson, Ph.D., Mikhail Kosiborod, M.D.,
Soffia Gudbjdrnsdottir, M.D., Ph.D., Aldina Pivodic, M.Sc., Hans Wedel, Ph.D.,
Sofia Dahlqvist, Mark Clements, M.D., Ph.D., and Annika Rosengren, M.D., Ph.D.

ABSTRACT

BACKGROUND

The excess risk of death from any cause and of death from cardiovascular causes
is unknown among patients with type 1 diabetes and various levels of glycemic
control. We conducted a registry-based observational study to determine the excess
risk of death according to the level of glycemic control in a Swedish population of
patients with diabetes.
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Excess Mortality among Persons with Type 2 Diabetes

N Engl J Med 2015;373:1720-32.

The NEW ENGLAND JOURNAL of MEDICINE

‘ ORIGINAL ARTICLE ’

Excess Mortality among Persons with Type 2
Diabetes

Mauro Tancredi, M.D., Annika Rosengren, M.D., Ann-Marie Svensson, Ph.D.,
Mikhail Kosiborod, M.D., Aldina Pivodic, M.Sc., Soffia Gudbjérnsdottir, M.D., Ph.D.,
Hans Wedel, Ph.D., Mark Clements, M.D., Ph.D., Sofia Dahlqvist,
and Marcus Lind, M.D., Ph.D.

ABSTRACT

BACKGROUND
The excess risks of death from any cause and death from cardiovascular causes
among persons with type 2 diabetes and various levels of glycemic control and
renal complications are unknown. In this registry-based study, we assessed these
risks according to glycemic control and renal complications among persons with
type 2 diabetes.

METHODS
We included patients with type 2 diabetes who were registered in the Swedish
National Diabetes Register on or after January 1, 1998. For each patient, five con-
trols were randomly selected from the general population and matched according
to age, sex, and county. All the participants were followed until December 31, 2011,
in the Swedish Registry for Cause-Specific Mortality.

RESULTS

NATIONELLA
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ESTABLISHED IN 1812 APRIL 13, 2017 VOL. 376 NO. 15

Mortality and Cardiovascular Disease in Type 1 and Type 2
Diabetes

Aidin Rawshani, M.D., Araz Rawshani, M.D., Ph.D., Stefan Franzén, Ph.D., Bj6rn Eliasson, M.D., Ph.D.,
Ann-Marie Svensson, Ph.D., Mervete Miftaraj, M.Sc., Darren K. McGuire, M.D., M.H.Sc.,
Naveed Sattar, M.D., Ph.D., Annika Rosengren, M.D., Ph.D., and Soffia Gudbjérnsdottir, M.D., Ph.D.
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rz American
- " 0 Heart
Association.

Range of Risk Factor Levels/Control, Mortality and
Cardiovascular Outcomes in Type 1 Diabetes

Aidin Rawshani, Araz Rawshani, Stefan Franzén, Bjorn Eliasson, Ann-Marie Svensson, Mervete
Miftaraj, Darren K. McGuire, Naveed Sattar, Annika Rosengren and Soffia Gudbjornsdottir

Circulation. published online February 22, 2017
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