Swedish metadata

Swedish — Initial registry request data

(Please check as many that
apply)

Registry details

Registry Name Skane Vasculitis Registry
Abbreviation

Who can add data? Any clinician

</ Academic leads of registry

| | Research nurses

<] Other (free text): As this is retrospective regsistry data is
collected and entered by academic leads or other clinicians
inolved in the research project

IT platform(s)

(Please check as many that
apply)

SQL database
<] Spreadsheet
|| Other (free text):

Remote access possible
e.g. via VPN?
(Please check one box)

D Yes @ No

If Yes, please give details:

Is all data in digital
format?
(Please check one box)

X Yes D No

If No, please give details:

Is the data structured or
unstructured?

< Structured (e.g. CSV, spreadsheet, database)
|| Unstructured (e.g. Word, PDF documents)
|| Mix of both

Please give details: Data in csv-format

Who is responsible for:

(please provide name,
email, position)

Data access:
aladdin.mohammad@med.lu.se
Internal networks / firewalls:

Servers:

New services:

UML diagram(s)

|| Available <] Not available

If available, please send via email to address above.

Swedish — ERDRI.dor metadata

Registry name

Skane Vasculitis Registry

| General information




Acronym

Medical

area Rheumatology

Type of

Registry Epidemiology, Clinical Registry

Other type

Description | The Skane Vasculitis Registry is designed for research purposes and consists of
population-based retrospective data concerning epidemiology and clinical care.
The major of aims of this has been to establish accurate estimates of prevalence
and incidence of AAV.

Registry is

member of

Eurocat? No

Website -

Sponsors

Rare diseases

Name of the disease Orphanumber
Eosinophilic granulomatosis with polyangiitis 183

Granulomatosis with polyangiitis 900

Microscopic polyangiitis 727

Structure

Inclusion and exclusion criteria Fulfilling EMEA-classification criteria for systemic

vasculitis for one of the following: (a)
Granulomatosis with Polyangiitis, (b) Microscopic
Polyangiitis or (c) Eosinophilic Granulomatosis
with Polyangiitis.

Recruitment area Regional

Name of the recruitment area Region Skéne
Recruitment 1997/01/01
Current number of cases 325 (2021-03-10)

Data source

University hospital

Other

Data management

Link to the privacy policy

Ethical review committee

Availability for future
collaborations/studies

Registry information

Institution

Facility

Department Department of Rheumatology
Street & number Kioskgatan 5

Postcode City 222 42 Lund




Country | Sweden

Responsible for the registry

Contact person Aladdin Mohammad

Position Associate professor

E-Mail address aladdin.mohammad@med.lu.se
Phone number

Biobanks

Biobank name

Registry of biobanks

Biobank identifier

Additional components

Name of the component

Component described in

Relationship component-registry
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