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Regional Data Sources

2 PBCR staff patologists
: .2 4 = s (d_~2 ®
Electronic submission—t v -)c—»’ > - (I - @ D)
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l Submitting reports Semi-automated Documenting reports patlogist
| ICDO coding in HIS/LIS
0
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lectronic submission < % < <
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.;rb:r submission _— - Records
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data entry in registry software
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2 LA F | o Other regional
{753 | Submitting reports  Extract data from Case finding 9
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o2l (radiotherapy
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NationJ PBCR | K centers, e y

dashboard |

Regional PBCR office (10 offices) \

1
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0 Swedish Medical Birth Registry (1973)

O The National Patient Register (1987)

0 Register on prescribed pharmaceuticals (205)

0 The Swedish Cancer Registry (1958)

0 The Swedish Birth Defect Registry (1964)

0 The Cause of Death register (1911)

0 Respiratory Failure Registry (2004)

0 Swedish Coronary Angiography and Angioplasty Registry (1998)
0 Swedish Heart Surgery Registry (1992)

O Registry on Cardiac Intensive Care (1989)

O National Quality Register for Stroke (1994)

O Vascular Registry in Sweden (1994)

0 Grown-Up Congenital Heart Disease Registry (1998)
O Swedish Hernia Registry (1992)

O National Hip Fracture Registry (1988)

O Swedish Knee Arthroplasty Register (1988)
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0 The National Exposure Registry

O Immunization registries

O Insulin-dependent Diabetes Mellitus Registries

O The United States Eye Injury Registry

U Rare disease registries

U Breast Cancer Surveillance Consortium

O Breast Cancer Family Registry

U Bronchiectasis Research Registry

O Cancer Genetics Network

O Clinical Trials Public Data Share Website

O Colon Family Cancer Registry

0 CDNA Registry for Diseases

0 DS-Connect: the NIH Down Syndrome Consortium Registry

0 eyeGENE: The National Ophthalmic Disease Genotyping and Phenotyping
Network
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Radical prostatectomy reduces mortality in patients with early prostate cancer
N Engl J Med 2002;347:781-9

N Engl J Med 2005;352:1977-84

J Natl Cancer Institute 2008;100:1144-54

N Eng J Med 2011;364:1708-17

Registers used:

Randomized trials; death

Snus increases the risk of pancreatic cancer
Lancet 2007;369:2015-20

Registers used:

Construction workers cohort; cancer; death

Hormone replacement therapy increases the risk of breast cancer
N Engl J Med 1989;321:293-7

Int J Cancer 1999;81:339-44

Registers used:

Prescription; cancer; death
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‘ode Behavior Diagnosis

- DIAGNOSIS: COLON, PROXIMAL PART, MUCOSAL BIOPSY: FOCAL ACTIVE COLITIS.B.Geramiadeh MD92/02/30

- Clinical Diagnosis: No history.

- DIAGNOSIS: 1) APPENDIX, APPENDECTOMY: PERIAPPENDICITIS.2) LABELED AS CECAL LESION, EXCISION: PERIAPPENIDICAL ABSCESS
- Clinical Diagnosis: Polyp of colonColonoscopy: large polyp in 60cm anal verge

- DIAGNOSIS: STOMACH, BODY, MUCOSA, BIOPSY: ANTRAL AND BODY TYPE MUCOSA WITH SEVERE CHRONIC ACTIVE GASTRITIS.-H.PYLORI IS SEEN.

- Clinical Diagnosis: No history.
- Clinical Diagnosis: Myopathy
- Clinical Diagnosis: A case of appendectomy.

- DIAGNOSIS: EXPLANTED LIVER, HEPATECTOMY: ‘CIRRHOSIS.-CAUSE: WILSON DISEASE.

- Clinical Diagnosis: Abdominal pain.

- DIAGNOSIS: APPENDIX, APPENDECTOMY: FOLLICULAR HYPERPLASIA.

- DIAGNOSIS: LABELED AS THROMBOSED AORTIC ARTERY, EXCISION: THROMBUS.

- DIAGNOSIS: LOWER EXTREMITY, RIGHT ABOVE KNEE AMPUTATION: ABSCESS FORMATION-VASCULAR MARGIN: THROMBOSIS-SITE OF INCISION IN LATERAL PART: DEEP DERMAL ACUTE INFLAMMATION-SITE OF INCISIC
- DIAGNOSIS: 1) STOMACH, ANTRUM, MUCOSA, BIOPSY: -ANTRAL TYPE MUCOSA WITH MILD CHRONIC ACTIVE GASTRITIS COMPLETE INTESTINAL METAPLASIA.-H.PYLORI IS SEEN.2) STOMACH, BODY,MUCOSA, BIOPSY:-=-n=--mmemssmmmnnmmeemceeeen
- Clinical Diagnosis: K/C of poorly differentiated carcinoma PATH.NO :874-94 Moslemin hospital

- DIAGNOSIS: LIVER NEDDLE BIOPSY: POORLY DIFFERENTIATED CARCINOMA

- DIAGNOSIS: VESSELS, LABELED AS SUPERFICIAL VEIN, PARTIAL, EXCISION:: DILATED AND TORTUOUS VESSEL.

- DIAGNOSIS: LIVER NEEDLE BIOPSY:----------------------------NO SPECIFIC PATHOLOGIC CHANGE.B.Geramizadeh MD93/04/22

- DIAGNOSIS: BRAIN, POSTERIOR FOSSA, MASS , BIOPSY: MEDULLOBLASTOMA, CLASSIC , WHO GRADE IV/IV
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About: n The second national workshop on population based cancer registry, April 16-17th

The second national workshop on population based cancer registry was held in April 16-
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First-class quality registry fulfill six requirements

Source: BCG analysis
Value guided healthcare_Final Documentation_AugDB_ppt

One team responsible
— Clear process leadership
— Personal dedication
— Sense of ownership
Strong support from specialists
— Data collection is team effort
Entrepreneurial "can-do" spirit
— creating winners

Atmosphere of cooperation
— Evidence-based discussion
— Mutual respect and team spint
— Peer pressure in joint efforts
Evidence-based approach
— Strong foundation in research
— Willingness to measure

Strong foundation in research
— Internationally tested metrics
— Proven causality
— Possible to benchmark

In touch with clinical practice
— Practicality filter

Risk adjustment possibilities
— Callect relevant patient data

ThEe Boston CoNsULTING GROUP

Fast feedback of results
— To allow comparisons over
time for own results
Learnings linked to feedback
— Learn from others
— Workshops and seminars

Easy to enter data
— Only collect what is needed
— Easy-to-use IT interface
— Move towards integration with
EMR systems
Easy to receive feedback
— Fast feedback of own resulis
— Decision-support tools

Access to stable financing
— Backing from institutions
— Clearly delineated budget for
registry admin, maintenance
Arms-length relationships with
private financiers
— Access to funding without
compromising data integrity

14
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