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Register Register overviewoverview

NationwideNationwide registersregisters

National Healthcare Quality RegistersNational Healthcare Quality Registers



Nationwide registersNationwide registers
National board of health and welfareNational board of health and welfare

�� Swedish Medical Birth Registry (1972)Swedish Medical Birth Registry (1972)

�� The Swedish Birth Defect Registry (1965)The Swedish Birth Defect Registry (1965)

�� Dental register (2007)Dental register (2007)

�� The Swedish Cancer Registry (1958)The Swedish Cancer Registry (1958)

�� The National Patient Register (1964)The National Patient Register (1964)

�� Register on prescribed pharmaceuticals in Sweden (2005)Register on prescribed pharmaceuticals in Sweden (2005)

�� The Causes of Death Register (1749, 1911)The Causes of Death Register (1749, 1911)



Nationwide registersNationwide registers

National board of health and welfareNational board of health and welfare

�� Swedish Medical Birth RegistrySwedish Medical Birth Registry

�� The Swedish Birth Defect RegistryThe Swedish Birth Defect Registry

�� The National Patient RegistryThe National Patient Registry

�� Registry on prescribed Registry on prescribed 

pharmaceuticals in Sweden pharmaceuticals in Sweden 

�� The Swedish Cancer RegisterThe Swedish Cancer Register

�� The Causes of Death RegisterThe Causes of Death Register

Included

Excluded



National Healthcare Quality RegistersNational Healthcare Quality Registers

�� Respiratory DiseasesRespiratory Diseases

�� Childhood & Childhood & AdolesceneAdolescene

�� Circulatory DiseasesCirculatory Diseases

�� Endocrine DiseasesEndocrine Diseases

�� Gastrointestinal DisorderGastrointestinal Disorder

�� Musculoskeletal DisorderMusculoskeletal Disorder

�� Diseases of the Nervous Diseases of the Nervous 
SystemSystem

�� Genitourinary DisorderGenitourinary Disorder

�� CancerCancer

�� Eye DisorderEye Disorder

�� OtherOther



National Healthcare Quality RegistersNational Healthcare Quality Registers

–– Overall 56 registersOverall 56 registers

–– 20 selected 20 selected 

–– At least 10 years oldAt least 10 years old

–– Cover >80%Cover >80%

Included

Excluded

Respitory

Circulatory
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Musculoskeletal
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Eye

Other
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National Healthcare Quality RegistersNational Healthcare Quality Registers

�� Sw. National Cataract Sw. National Cataract RegReg

�� Sw. Corneal Transplant Sw. Corneal Transplant RegReg

�� National Pain Rehabilitation National Pain Rehabilitation RegReg

�� FollowFollow--up in Back Surgeryup in Back Surgery

�� Sw. Knee Sw. Knee ArthroplastyArthroplasty RegReg

�� Sw. National Hip Sw. National Hip ArthroplastyArthroplasty RegReg

�� National Hip Fracture National Hip Fracture RegReg

�� Respiratory Failure Respiratory Failure RegReg

�� Sw. Renal Sw. Renal RegReg

�� Sw. Hernia Sw. Hernia RegReg

�� Vascular Vascular RegReg in Sw.  in Sw.  

�� Sw. Heart Surgery Sw. Heart Surgery RegReg

�� GrownGrown--Up Congenital Heart Up Congenital Heart 
Disease Disease RegReg

�� RegReg on Cardiac Intensive Care  on Cardiac Intensive Care  

�� Sw. Stroke Sw. Stroke RegReg

�� Sw. Coronary Angiography & Sw. Coronary Angiography & 
Angioplasty Angioplasty RegReg

�� Sw. Rectal Cancer Sw. Rectal Cancer RegReg

�� National Prostate Cancer National Prostate Cancer RegReg

�� Quality Quality RegReg in Rehabilitation in Rehabilitation 
Medicine  Medicine  

�� Sw. Therapeutic Sw. Therapeutic ApheresisApheresis RegReg



Status overview of registersStatus overview of registers

�� National registersNational registers

6 of 76 of 7

�� Quality registersQuality registers

20 of 5620 of 56

Included

Excluded

Included

Excluded



NationwideNationwide registersregisters

�� Complete:Complete:

–– Swedish Medical Birth RegistrySwedish Medical Birth Registry

–– The Swedish Cancer RegistryThe Swedish Cancer Registry

–– The Causes of Death RegisterThe Causes of Death Register

–– The National Patient RegisterThe National Patient Register

�� Incomplete:Incomplete:

–– The Swedish Birth Defect RegistryThe Swedish Birth Defect Registry

–– Register on prescribed pharmaceuticals in SwedenRegister on prescribed pharmaceuticals in Sweden



Nationwide complete registerNationwide complete register

�� TheThe Swedish Cancer RegistrySwedish Cancer Registry

Microsoft Word 
Document



Nationwide incomplete registerNationwide incomplete register

�� Register on prescribed pharmaceuticals in SwedenRegister on prescribed pharmaceuticals in Sweden

�� TheThe SwedishSwedish BirthBirth DefectDefect RegistryRegistry

Microsoft Word 
Document Microsoft Word 

Document



QualityQuality registers registers finishedfinished//contactcontact

�� Sw. National Cataract Sw. National Cataract RegReg

�� Sw. Corneal Transplant Sw. Corneal Transplant RegReg

�� National Pain Rehabilitation National Pain Rehabilitation RegReg

�� FollowupFollowup in Back Surgeryin Back Surgery

�� Sw. Knee Sw. Knee ArthroplastyArthroplasty RegReg

�� Sw. National Hip Sw. National Hip ArthroplastyArthroplasty
RegReg

�� National Hip Fracture National Hip Fracture RegReg

�� Respiratory Failure Respiratory Failure RegReg

�� Sw. Renal Sw. Renal RegReg

�� Sw. Hernia Sw. Hernia RegReg

�� Vascular Vascular RegReg in Sw.  in Sw.  

�� Sw. Heart SurgerySw. Heart Surgery

�� RegReg GrownGrown--Up Congenital Heart Up Congenital Heart 
Disease Disease RegReg

�� RegReg on Cardiac Intensive Care  on Cardiac Intensive Care  

�� Sw. Stroke Sw. Stroke RegReg

�� Sw. Coronary Angiography & Sw. Coronary Angiography & 
Angioplasty Angioplasty RegReg

�� Sw. Rectal Cancer Sw. Rectal Cancer RegReg

�� National Prostate Cancer National Prostate Cancer RegReg

�� Quality Quality RegReg in Rehabilitation in Rehabilitation 
MedicineMedicine

�� Sw. Therapeutic Sw. Therapeutic ApheresisApheresis RegReg



Quality register completeQuality register complete

�� Respiratory Failure RegisterRespiratory Failure Register

�� Swedish National Hip Swedish National Hip ArthroplastyArthroplasty Registry Registry 

�� Swedish Stroke RegistrySwedish Stroke Registry

�� Swedish Corneal Transplant Registry Swedish Corneal Transplant Registry 

�� Quality Registry in Rehabilitation MedicineQuality Registry in Rehabilitation Medicine

�� Swedish Heart Surgery RegistrySwedish Heart Surgery Registry



Quality register completeQuality register complete

�� National Quality Register for StrokeNational Quality Register for Stroke

Microsoft Word 
Document



Quality register incompleteQuality register incomplete

�� Ongoing contactOngoing contact
–– Swedish National Cataract RegistrySwedish National Cataract Registry

–– Swedish Coronary Angiography & Angioplasty RegistrySwedish Coronary Angiography & Angioplasty Registry

–– National Prostate Cancer RegistryNational Prostate Cancer Registry

–– Swedish Knee Swedish Knee ArthroplastyArthroplasty RegistryRegistry

�� Reply to emailReply to email

–– BusyBusy

–– Not taken seriously, not prioritiesNot taken seriously, not priorities

–– English is the problem for someEnglish is the problem for some



Quality register incompleteQuality register incomplete

�� National Pain Rehabilitation National Pain Rehabilitation RegReg

�� FollowFollow--up in Back Surgeryup in Back Surgery

�� National Hip Fracture National Hip Fracture RegReg

�� Sw. Renal Sw. Renal RegReg

�� Sw. Hernia Sw. Hernia RegReg

�� Vascular Vascular RegReg in Sw.  in Sw.  

�� RegReg GrownGrown--Up Congenital Heart Disease Up Congenital Heart Disease RegReg

�� RegReg on Cardiac Intensive Care  on Cardiac Intensive Care  

�� Sw. Rectal Cancer Sw. Rectal Cancer RegReg

�� Sw. Therapeutic Sw. Therapeutic ApheresisApheresis RegReg



Quality register incompleteQuality register incomplete

�� ExampleExample

–– With/without websiteWith/without website

Microsoft Word 
Document

Microsoft Word 
Document



Missing informationMissing information

�� StaffStaff--manpowermanpower

�� HistoryHistory

–– Year of >90% complianceYear of >90% compliance

–– Validation, started, publishedValidation, started, published

–– Feedback startedFeedback started

�� Data collectionData collection

–– ProcessingProcessing



Missing informationMissing information

�� ValidationValidation

�� Access of unpublished data Access of unpublished data 

�� EvaluationsEvaluations

�� ImpactImpact--external auditingexternal auditing

�� BudgetBudget




