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no. Short registry name Full registry name (English)
1 | AT Stroke Unit Austrian Stroke Unit Registry
2 | AT Adult Heart Surgery Registry for adult heart surgery
3 | ATIVF Invitro fertilisation registry
4 | AT Pacemaker Looprecorder | Austrian registry for pacemakers, ICD and looprecorder
5 | AT Cancer Austrian National Cancer Register
6 | HR Birth Medical Birth Medical Database
7 | HR Persons with Disabilities | Croatian Registry of Persons with disabilities
8 | HR Vaccination Side-effects Registry of vaccination side-effects
9 | HR CroDiab Croatian Diabetes Registry
10 | HR Health Morbidity Health Morbidity Database of Croatia
11 | HR Cause of Death Causes of death registry
12 | 4R Suicides Croatian Committed Suicides Registry
13 | yr Psychoses Croatian Psychoses Registry
14 | HR Cancer Croatian National Cancer Registry
15 | cy Injury Injury Database
16 | Fl Induced Abortions Register on Induced Abortions and sterilisations
17 | FI Medical Birth Medical Birth Regist
18 | F Infectious Disease National Infectious Disease Regsiter
19 | FI Congenital Malform Finnish Register of Congenital Malformations
20 | | Cancer Finnish Cancer Registry
21 | FI Vaccine Events Vaccine Adverse Events Register
22 | g Kidney Disease Finnish Registry for Kidney Diseases
23 | F| prescription Registry KELA
24 | | visual Impairment The Finnish Register of Visual Impairment
25 | F| Cause of Death Cause of death, Statistics Finland
26 Care Registers for Social Welfare (SosiaaliHILMO) and Count of regular home-care clients,
FI Social Welfare 30 November
27 | FR HEOP Register of childhood disabilities and perinatal surveillance
28 | FR DAHD Drug allegry and hypersensitivity
29 | FR RACT Alpine Rhéne thyroid cancer registry
30 | FR RelSEP ReLSEP (Multiple sclerosis)
31 | FRRHE31 RHE31 - Children with severe neurodevelopmental disabilities
32 | DE ESSCA European Surveillance System on Contact Allergies
33 | pE CcDA German Registry of Congenital Dyserythropoietic Anemia (CDA)
34 | Gr Kidney transplants Renal Patients waiting for kidney transplatation from diseased donors
35 | HU Infarction Hungarian Infarction Registry
36 | HU Healthcare Episode Healthcare Episode Database
37 | HU Cataract

National Cataract Registry
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38

HU IVF

In vitro fertilization

39

HU Antibiotic Resistance

National antibiotic resistance surveillance

40

HU Drug Mortality

Drug-related mortality

41

HU Neonatal ICU

Database of the Hungarian Neonatal Intensive Care Units

42

HU TBC Surveillance

TBC Surveillance System

43 | Hu Pediatric Cancer Hungarian Pediatric Cancer Registry

" HU Arthritis HBSIGB Arthritis Registry of Polyclicic of the Hospitaller Brothers of St. John of God in Budapest
45 | HU Arthroplasty Hungarian Arthroplasty Register

46 | Hu HCAR Hungarian congenital anomalies registry

47 | HU Pacemaker Hungarian Online Pacemaker Registry

48 | Hu Hepatitis Hepatitis Registry

49 | Hu Birth registry Birth Registry

50 | T Coro/Cerebro Events National Registry of Coronary and Cerebrovascular Events

51 | T Creutzfeldt-Jacob Italian Registry of Creutzfeldt-Jakob disease and related disorders

52 | T Bone Marrow Donor Italian Bone Marrow Donor Registry

53 | |R OHCAR OHCAR - National Out-of-Hospital Cardiac Arrest Register

54 | LV HIV/AIDS National HIV/AIDS case register

55 | LV Helthcare Users Registry of State Health Care Users

56 | v Management IS MaNAgement Information System

57 | LV Mental Disorders The Register of Patients with Particular Diseases, Patients with Mental Disorders
58 |Lv Injury Register of the patients who have suffered injuries

59 | LV Diabetes Mellitus Register of Patients with Particular Diseases, Patients with Diabetes Mellitus

60 | LV Drug Use Disorders Register of the patients with drug use disorders
61 | v Occupational Diseases Register of the patients with occupational di

62 | LV Cancer Register of the patients with cancer

63 |Lvms Register of the patients with multiple sclerosis
64

LV Congenital Anomalies

Register of the patients with congenital anomalies

65

MT NOIS

National Obstetrics Information System (NOIS)

66

MT Congenital Anomalies

Malta Congenital Anomalies Registry

67

MT Cancer Malta National Cancer Registry
68 | MT Hospital IS National Hospitals Information System
69 | MT Mortality National Mortality Registry
70 | MT Injury Injury Database
71 | pL Benign Cancer Salivary National Registry of Benign Cancer of Major Salivary Glands
72 | pL Benign Tumor Jaw Registry of Benign Tumor of Jaw
73 | pL Cancer Polish National Cancer Registry
74 | pLACS Polish Registry of Acute Coronary Syndromes PL-ACS
75 | pL Fetal Cardiac Anomalies National Registry for Fetal Cardiac Anomalies

76

PL Brain Strokes

Polish Registry of Brain Strokes

7

PL Late Effect Child Cancer
Tr

Database of Late Effects Follow-Up after Childhood Cancer Treatment

78

PL Alfa-1 Antitripsin
Deficiency

National Registry of Patients with Alfa-1 Antitripsin Deficiency
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79

PT PAH PAH - Portuguese Registry
g0 | PT Programa de Rastreio de
Cancro da Mama Breast cancer screening database
81 | RO TeleDiab Black Sea TeleDiab; SincoDiab; SincroPAD
82 |skTB National TB Register
83 | 5| Cancer Cancer Registry of Republic Slovenia
84 | 5| Tuberculosis Registry for tuberculosis
85 | 5| Drug Sales Drug sales register, IVZ64
86 | s Perinatal IS Perinatal informamation system
87 | 5| Hospital Discharge Hospital discarge registry
88 | g Injuries at work Injuries at work Registry
89 | 5| Child Diabetes Registry for diabetes for children <18years.
90 | s} vaccination Side-effects Vaccination side-effects registry
91 | s Mortality mortality database
92 | SE Food Anaphylaxis Food Anaphylaxis
93 | SE Airway Swedish Airway Registry
94 | ESREGICOR Girona Heart Registry
95 | ES Williams Beuren Williams Beuren Syndrome
96 | ESRDR Spainish national Rare Diseases Registry
97 | ES Alfa-1 Deficit Patients Spanish Registry of Patients with Alfa-1 Antitrypsin Deficiency
08 ES Congenital Anomaly
Valencia C Population-based Registry of Congenital Anomalies of Comunitat Valenciana
99 | ES NEPAD Online Pediatric Registry NEPAD
100 | g5 cardiac Transplant Spanish Registry of Cardiac Transplants
101 | 5 Cancer Girona Girona Cancer Registry
102 | ES RNEETH The National TSEs Register
103 | ES FEETEG Foundation for the Study and Therapy of Gaucher Disease and Other Lysosomal
104 | ES SCH Stroke Sagrat Cor Hospital of Barcelona Stroke Registry
105 | ES VACUSAN Regional vaccination registry of the Murcia Region Autonomous Community
106 | £S SIGIVIH The Galician Service of Information on HIV
107 | s Mastocitosis Spanish Red Mastocytosis (REMA)
108 | 5 SPAVASC Registry of the Spanish Society of Angiology and Vascular Surgery
109 | ES Toxic Oil Syndrome Patient Registry for Toxic Oil Syndrome
110 | g5 S)VIH Valencia Information System of New HIV Infections and AIDS Cases (SIVIH) of Valencia
111 | S REWBA Spanish Registry of Wolfram, Bardet-Bidl and Alstrém Syndromes
112 | s sTUB Galician Tuberculosis Information System
113 | g5 Ashestos Asbestos registry
114 Spanish Pediatric Registry of Cronic Renal Insufficiency stage 2-5 without substitute
ES REPIR Il treatment
115 | gs Asthma Data Bank Asthma Data Bank
116 | gs Neurogenetic HLF La Fe Hospital Registry of Neurogenetic lInesses
117 | ES Renal Patient Registry Spanish Registry of Renal Patients
118 | Es Pl Tuberculosis Integrated Tuberculosis Investigation Program
119

ES ADS

ADS Registry
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120 | £ ACAD EoE ACAD Eosinophilic esophagitis registry
121 | gS Infant Tumor Valencia C | Childhood Cancer Registry of C. Valenciana
122 | g5 Cancer Castellon Castellén Cancer Registry
123 | ES Cancer Tarragona Tarragona Cancer Registry
124 | g5 voluntary Abortions Voluntary Abortions Registry
125 | g5 perinatal Mortality Perinatal Mortality
126 | £S Basic Hospitalization Data | Minimal Basic Hopitalization Data Set
127 | ES Cancer Granada Granada Cancer Registry
128 | s SIDIAP Information System for the Development of Primary Care Research
129 SC Lanarkshire paediatric
allergy Lanarkshire paediatric allergy database
130 | Hu National Cancer registry | Hungarian National Cancer Registry
131

DE German Asthma Net GAN

German Asthma Net Registry

f18B: LU RN ERETTL—

Clinical Groups
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. P 4 Data Protection Commissioner
Public Health/ y
International
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International

National Pharmacoeconomic Centre

National Health
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Health Service
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Provider National Management
Health Care Service Clinical Governance
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Department of Legal
Health Strategy
Audit Manager
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Academia National y

214




Rk 28 R EEIEAE ST R ERT S AR B B (M S AR PR S HEE T TR F2E)
MRRDRT — 2 N— 2 OMEE - LD D ATSE

Sy PR TR

Uni ity 2
international  [2OVerSItY
Database/Data
National e
Relevant Experts Epidemiology
Health
Registry
Pro.fes.smnal Groups and National Royal College of Physicians
Societies
e.g. National cancer registry
National
E e.g. EAR
Registry Grou
ety e (EV) e.g. EUBIROD
(non-EV)
National
Registry Sponsor Groups
National
Development Groups )
(non-EU)
National
SNOMED-CT (IHTSDO)
Other groups ICD-11 Working Group
International International Organization for Standardization
Ecosystem Support Groups
EU Data Protection

215




SRR 28 AREIEA T B PR SR B A B (M R R SEAR PR JE HEED JE F26)
TBRRANIRT — & N — X O - EIEDOIRE(LIZBET D58 )
Gy bR FEE

216



	0.様式A（８）研究報告書Miz
	水島班Ｈ28総括報告書_連結_20170531
	2.6a.疾患レジストリー構築運用ガイドライン
	空白ページ
	空白ページ
	空白ページ
	空白ページ

